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Study abstract 
This study explored the experiences of Jordanian critical care staff about the transition to, and 
provision of, end of life care. It examined the difficulties they encountered, and how they 
sought to care for and communicate with the families of patients who were approaching the 
end of life. The study took place in two University hospitals in different cities. A mixed 
methods design in two phases was adopted7KHILUVWSKDVHHPSOR\HGWKH³National Survey of 
Critical Care Nurses' Perceptions of End-of-Life &DUH´ (adapted with permission) to elicit the 
views of critical care staff (N=104) about the obstacles and facilitators to providing end of life 
care for critically ill patients and their families. In the second phase, qualitative interviews were 
conducted with staff (15 nurses; 10 junior doctors; 5 head nurses). 
The key overarching finding from the study is that staff experience moral distress when 
working with critically ill patients whom they perceive to be dying. There were three main 
dimensions to the experience of moral distress: 
First, nurses experience moral distress when they are aware when the patients are likely to die, 
know that continuing life sustaining treatment is futile and yet are expected to continue to 
provide treatment as normal to the patients. Aggressive modalities of treatments are usually 
pursued for most terminally ill patients, with both nurses and doctors perceiving there to be no 
planned, clear or distinct transition from curative focused care to end of life care. 
6HFRQGZLWKUHJDUGWRWKHLUUHODWLRQVKLSZLWKSDWLHQWV¶IDPLOLHVWKHVWDIIIRXQGWKHPVHOYHVWR
EH LQ D SUREOHPDWLF DQG SDUDGR[LFDO VLWXDWLRQ 2QH WKH RQH KDQG WKH\ H[SHFWHG SDWLHQWV¶
families to take the lead in the care decision making process and perceived that the power in 
decision-making should lie with SDWLHQWV¶UHODWLYHVEXWRQWKHRWKHUKDQGWKH\DOVRSHUFHLYHG
that it is difficult and sometimes impossible to disclose bad news openly to families meaning 
that families are not fully informed in a way that would enable them to take the lead in the care 
decision making process.  
Third, staff have an appreciation of the principles of end of life decision making as a team 
activity and as a collaborative venture, but they are not able to put these principles into practice 
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for many reasons, ranging from difficulties in their relationships with each other to health care 
system factors. 
This study sheds light on two central ethical problems in end of life decision-making in Jordan: 
the problem of disclosure of terminal prognosis at the end of life and limited involvement of 
nurses and junior doctors in the process of end of life communication and decision making. 
The study recommendations focus on developing practice in and disseminating understanding 
of ethically sound end of life decision-making.  
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Chapter1:  WƌŽũĞĐƚKǀĞƌǀŝĞǁ 
 Background 
The emergence of chronic progressive diseases (e.g. cancer, cardiovascular disease, and 
respiratory disease) has changed the patterns of death from the sudden death that was typically 
experienced  a century ago, to a range of trajectories associated with specific disease types 
(Thompson, 2006). Three illness trajectories have been described in the literature: 1) steady 
progression of the disease followed by a clear terminal phase, which is common in cancer 
patients; 2) gradual decline until death, as in patients with stroke or dementia; 3) an uncertain, 
relapsing and remitting trajectory, which occurs in patients with organ failure such as 
cardiovascular and respiratory disease (Murray et al., 2005). In the latter trajectory patients are 
likely to experience a gradual decline with episodes of acute deterioration and recovery and 
finally sudden and unexpected death. This type of trajectory is characterised by uncertainty, 
which has been identified as a primary barrier to the provision of timely end of life care from 
the health care  providers' perspective (Truog et al., 2008).  
In the 21st century, with death in hospital common-place and continuing developments in life 
prolonging technologies, providing care for dying patients is a contemporary challenge facing  
health care professionals in hospitals (Thompson, 2006). For example in the UK, studies show 
that almost a quarter of hospital beds are occupied by patients in their last year of life (Jeffrey, 
2009). This, along with the findings that almost 60% of people die in the hospital in the same 
country (Costello, 2006), illustrate the need for knowledgeable and skilled health care 
professionals who can provide  end of life care along with curative and life-saving care.  
Critical care units are highly technical areas which are equipped with a wide range of advanced 
medical technologies for the purpose of delivering critical care that may save the lives of 
critically ill patients who would otherwise die. Critical care units are staffed with health care 
professionals who have expertise in providing supportive and life-saving interventions. 
Patients admitted to critical care units are increasingly of older age and suffering acute 
exacerbation of chronic illness. Although the primary goal of critical care units is to help 
patients to survive and restore their quality of life, death is a common phenomenon in this area; 
studies report that 22% of all deaths in the United States occur on or after admission to critical 
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care units (Angus et al., 2004). This is comparable with data from a review of a large case mix 
program in the UK, (Harrison et al., 2004) where overall mortality results of 20.3% are reported 
within the participating critical care units. 
Critically ill patients go through a lot of transitional phases during their disease trajectory, 
including: transition related to loss, transition between care setting and psychosocial and 
spiritual transitions (Duggleby and Berry, 2005). Transition to end of life care has been 
observed to be the most difficult and stressful phase that patients, families and health care 
providers encounter in the critical care units (Coombs et al., 2011). Yet, providing quality end 
of life care in critical care units requires a shift in direction of care from focusing in curing and 
disease remission to provide comfort care and relieving suffering (Badger, 2005). 
Early recognition of the end of life transition point in the disease trajectory along with optimal 
management of the transition to end of life care is imperative in providing a quality end of life 
care. Planned, swift and smooth transition to end of life care helps in addressing patient and 
families care preferences, using less aggressive care and providing appropriate palliation. In 
addition, effective and timely transition to end of life care may reduce the possibility of 
conflicts between patients' families and their  physicians, increases family and health care 
professionals satisfaction and minimises the emotional and psychological burden upon families 
during bereavement (Gardiner et al., 2011; Boyle et al., 2005; Badger, 2005). 
On the other hand, failure to achieve a timely transition to end of life care and continuing with 
providing aggressive care in the face of obvious decline in a patient's condition impacts 
negatively on patients, families and health-care professional themselves (Boyle et al., 2005). 
Identifying the point at which transition should occur has been identified as the essential 
problem (Gott et al., 2011). Marsella (2009) pointed out that it is not easy to identify dying 
patients because of difficulties in disease prognostication in critical illness. As a result, shifting 
the goals of care towards palliation and comfort is often delayed until the last minutes or hours 
of DSDWLHQW¶VOLIH 
Critical care nurses have a key position in providing end of life care for critically ill patients 
and their families since they are the health care professionals who spent most of their working 
time with the patients and the focus of their work is to act as a point of connection between the 
patients, families and their physicians (Thompson et al., 2006). Several roles and 
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responsibilities have been identified in research about nurses in providing end of life care in 
critical care units. Critical care nurses seek to provide a holistic approach, regard the care of 
patients' families as an integral part of their role and seek to advocate for their patients (Badger, 
2005). Accumulated literature highlights that communication with patients and their families 
is a crucial nursing role, which is especially important in end of life decision making (Clayton 
and Kissane, 2009; Cohen et al., 2005). Generally, most of communication in critical care units 
takes place with the patient's family reasons include: 
1. Limitations in clinician-patient communication since most critical care patients are 
unconscious. 
2.  Some critical care patients are supported with assistive devices that interfere with their 
communication. 
3. Some patients experience an episode of delirium and psychosis and/or lose their ability 
to communicate. 
In end of life care, clinicians rely on consultation with families to inform decisions about the 
treatment options because patients who are approaching death in the critical care units are 
almost always unable to communicate and lack capacity (Boyle et al., 2005). However, there 
is little information about communication practices between nurses and medical staff and how 
these influence end of life care planning and decision making with family members, especially 
in the Jordanian context. In addition, there is limited knowledge about the perspectives of 
health care professionals about the recognition and management of the transition from curative 
to end of life care in critical care units (Badger, 2005; Thompson, 2006). This study seeks to 
gain the perspectives of critical care health professionals in Jordan, where there has been little 
or no research into these issues. 
 Aim and research questions 
Aim 
To develop Jordanian critical care practice by identifying barriers and facilitators to the 
transition to end of life care from the perspective of health care professionals working in critical 
care units.  
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To work with critical care nurses to develop recommendations to improve the process and 
outcomes of palliative care for patients at high risk of dying and their families in the critical 
care units. 
Research Questions 
1. How do Jordanian critical care staff recall their experiences of providing care for 
critically ill patients and what difficulties do they narrate? 
2. What are the perceived roles and responsibilities that Jordanian critical care staff have 
when communicating with families of critically ill patients who are likely to die? 
3. What barriers and facilitators do Jordanian critical care staff identify that influence 
transitions to end of life care in critical care units? 
4. What are the suggested recommendations to ease the process of transition to end of life 
FDUHDQGWRLPSURYHFRPPXQLFDWLRQEHWZHHQFOLQLFDOVWDIIDQGSDWLHQWV¶IDPLOLHVDQG
between different categories of professionals? 
 Terminology explained 
Palliative care 
This study operationalises µSDOOLDWLYHFDUH¶LQOLQHZLWKthe World Health Organization (WHO) 
definition ³DQDSSURDFKWRFDUHZKLFKLPSURYHVTXDOLW\RIOLIHRISDWLHQWVDQGWKHLUIDPLOLHV
facing life-threatening illness, through the prevention and relief of suffering by mean of early 
identification and impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual" (WHO, 2004). 
End of life care 
According to the National Council for Palliative Care (2006), end of life care may be defined 
as the "provision of supportive and palliative care in response to the assessed needs of the 
patient and family during the last phase of the life". 
Transition to end of life care 
The term transition in this study will be defined as a change in the direction of care for a 
critically ill patient from treatment focusing on cure and disease remission or "active 
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treatment", to treatment that focuses on symptom management, relief suffering and maximizing 
quality of death or "palliative care" (Gott et al., 2011). 
Culture 
The term culture in this study is used in the sense of a "social construct, which is characterised 
by the behaviours and attitudes of a social group based on their individual beliefs and choices" 
(Carey and Cosgrove, 2006). However, Bisin and Verdier (2000) point that culture is a ´ melting 
SRW´ZKLFKFKDQJHVLQDFRQWLQXRXVPDQQHUEDVHGRQVRFLDODQGHQYLURQPHQWDOIDFWRUV 
This study will obtain the views of health care professionals about end of life care in a highly 
patriarchal culture, where the presence of the extended family strongly affects end of life care 
and where families have a key role in decision-making and care for their terminally ill loved 
one in the hospital or in their home. 
 Research design  
This study adopted a mixed methods approach (Creswell, 2003). In mixed methods research, a 
researcher combines quantitative and qualitative research methods at different stages of the 
research in order to get an in-depth as well as a broad picture about the topic being studied 
(Johnson et al., 2007; Creswell, 2003). This approach is considered to be an innovative and 
appropriate method of obtaining the views of health care professionals about the provision of 
end of life care and particularly to get a full picture of the transition phase to end of life care in 
Jordanian critical care units. This study is divided in to two phases. The first phase employed 
the ³National Survey of Critical-Care Nurses' Perceptions of End-of-Life &DUH´ questionnaire 
to elicit the views of critical care staff about the possible obstacles and supportive behaviours 
to providing end of life care for critically ill patients and their families. In the second phase, 
qualitative interviews were conducted with staff to gain insight into how the issues reported in 
the survey were experienced; allow identification of otherwise unknown factors; and enabled 
exploration some cultural meanings which were very particular to Jordanian context. Interview 
participants were recruited from critical care unitV¶ nurses, heads nurses and junior doctors who 
were in direct contact with critically ill patients. 
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 End of life care in Jordan 
Jordan is located in the Eastern Mediterranean region and is one of the members of the Middle 
East Cancer Consortium (MECC). The population of Jordan is approximately 6.316 million 
people. Life expectancy has risen in the recent past to 69 years in men and 78 years among 
women (WHO, 2009). The primary causes of death across the MECC region are cardiovascular 
and heart disease, with cancer the second commonest cause of disease-related death. Health 
care systems in Jordan are represented by: Ministry of Health, Royal Medical Service, 
university hospitals and  a number of private hospitals; each of these systems provide services 
for approximately one-third of the population (Stjernswärd et al., 2007). The Ministry of Health 
operates 1,245 primary health-care centers and 27 hospitals; WKH PLOLWDU\¶V 5R\DO 0HGLFDO
Services runs 11 hospitals; two university hospitals and private hospitals distributed among 56 
hospitals (Metz, 2009). The great majority of Jordanians have medical insurance. Jordan does 
not have hospice units for dying patients in the hospitals. Two university-affiliated hospitals 
have an oncology department, but no palliative care unit or hospital-based consultation service 
(Stjernswärd et al., 2007). 
In Jordan, there is a comprehensive cancer centre called King Hussein Cancer Centre (KHCC) 
in Amman providing palliative care for in-patients, out-patients and patients at home. The 
centre provides care solely for cancer patients who present with advanced disease. Only a small 
number of these patients are cared in KHCC; most cancer patients have no access to palliative 
care services since these are both privately provided and only available in the capital of the 
country (Bingley and Clark, 2009). 
Jordan is lacking of any laws or policy around providing end of life care that govern health 
care professionals practice in different health care setting. Health care professionals work under 
the general umbrella of health care which declares that it is the right of all patients to receive 
the care that they deserve or need and any health care decision to be made there should be a 
PXWXDODJUHHPHQWZLWKSDWLHQW¶VIDPLO\PHPEHUV$WWKHHGXFDWLRQDOOHYHOuntil recently there 
were no any courses in relation to palliative end of life care on Universities curriculum for 
either undergraduate or post graduated; doctor or nurses. Recently, the first Master degree on 
palliative care was launched in the University of Jordan and palliative care courses were added 
to the undergraduate curriculum. At the research level, a very limited number of studies were 
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conducted in Jordan; most of these studies were about end of life care for patients who have 
cancer (Al-Tamimi and Bushnaq, 2011; Qaddoumi et al., 2009; Tarawneh et al., 2009). 
Generally, the Oriental trends of life are different from the Occidental trends; family 
relationships are closer and the extended family is a common feature of Arabic family life; 
religious beliefs play an important role in social life and particularly in life and death issues. In 
addition, the ethical values, medical practices and the financial status of Middle East Arab 
Countries are to some extent different from those in western countries (Yazigi et al., 2005; al-
Awamer and Downar, 2014). In a recent study in Jordan al-Awamer and Downar (2014) 
interviewed thirteen palliative care physicians who have experience in both Western and 
Middle East countries and identified four themes that present the palliative care practice 
differences between Western and Middle East: 
1. Cultural differences including the communication style; the role of family; the importance 
of religion; and the societal view of palliative care in general. 
2. Policy and legal issues. The participants perceived a lack of legal clarity a round end of 
life medical issues and a lack of consistency in health policies among hospitals. 
3. Different understandings of palliative care. It is reported that many patients, families and 
even medical staff and policy makers are unaware of core concept of palliative care. 
4. Limited palliative care resources. 
All of these differences highlight the importance of investigating the transition to end of life 
care in a country with a different culture and religious beliefs to those in the west. 
 Significance of the study and personal motivation 
This study will add to the body of knowledge related to the provision of end of life care in 
critical care units, and contribute to the development of end of life care knowledge and practice 
development within and outside of critical care in the Middle East more generally.  I hoped at 
the outset that this study would meet what I was looking for when I worked as a critical care 
nurse in Jordanian critical care units, and answer the questions that my colleagues and I were 
always talking about during our work and indeed outside of the workplace. In my experience, 
the continuous use of aggressive treatments for dying patients and the needless suffering that 
critically ill patients endured with these treatments places critical care nurses in a stressful and 
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paradoxical situation and makes them feel guilty. We commonly experienced conflict with 
SDWLHQWV¶ UHODWLYHV IRU PDQ\ UHDVRQV :H SHUFHLYHG WKDW IDOVH KRSH ZDV JLYHQ E\ SDWLHQWV¶
physicians, that families had an un-realistic picture about the role of critical care unit; they 
were often neither aware of  the prognosis of their loved ones nor the reasons for use or 
likelihood of success of different types life-sustaining treatments.  
The provision of end of life care in Middle Eastern Arab Countries is not well developed. 
Clinical studies related to end of life care in critical care units in the Middle East region have 
been reported from Israel and Turkey (Eidelman et al., 1998; Iyilikci et al., 2004). These studies 
have examined the clinical practices associated with withholding and withdrawing life 
sustaining treatments from critically ill patients in critical care units. Because these two 
countries have different social values, social traditions and religious beliefs from the Middle 
Eastern Arab Countries, other studies have been conducted in Oman, Saudi Arabia and 
Lebanon, and all of these studies were focused on the same topic (Yazigi et al., 2005; Da Costa 
et al., 2002; Iyilikci et al., 2004).  
Moreover, very few studies have examined the transition from curative and aggressive care to 
end of life care in critical care units from the perspective of health care professionals, and of 
those that do exist, they have been conducted in western countries. In a prospective 
observational study of European critical care units, Sprung et al. (2007) reported that there is a 
significant effect from religious affiliation and culture on the end of life decision making 
process and recommended studies to be conducted in Islamic cultures. In addition, dying 
patients and their families and health care professionals will experience death differently not 
only because of particular disease but as a product of cultural, ethnicity, spirituality and socio-
economic factors. 
Finally, this research study may provide a base for development of strategies to enhance the 
provision of end of life care in critical care units in Jordan and in Middle East region by 
identifying and managing the obstacles in providing end of life care. In addition, hopefully this 
study will inform current practice and policy in delivering palliative and end of life care in 
Jordanian critical care units where the palliative care services are available for patients with 
malignant disease (Bingley and Clark, 2009). 
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The next chapter presents a review of existing research regarding providing end of life care for 
critically ill patients in critical care units, and points out gaps in the available evidence, which 
are relevant to this study. 
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Chapter2:  >ŝƚĞƌĂƚƵƌĞZĞǀŝĞǁ 
 Introduction 
This chapter presents a review of existing research on end of life care in critical care units. The 
review sought to identify existing research studies that have explored issues around providing 
end of life care for critically ill patients in critical care units from the perspective of healthcare 
professionals. Since end of life care is a multidimensional and broad area, the review explored 
research contingent to the research questions, covering the following areas in critical care: (1) 
the experiences and perceptions of staff toward providing end of life care; (2) the barriers and 
facilitators to providing end of life care for dying patients and their families; (3) end of life care 
communication between healthcare SURIHVVLRQDOV DQG SDWLHQWV¶ families and among 
professionals themselves; and (4) the transition process from curative trajectory to end of life 
care trajectory. The following section describes the process of searching the literature. The 
subsequent four sections present the results of the literature review. I conclude the chapter by 
pointing out the gaps in the available evidence, which are related to this study. 
 Review of the research relating to end of life care in critical care 
In order to obtain a comprehensive overview of the research literature on end of life care in 
critical care units, a broad search strategy was used. A wide range of data bases were searched, 
including: EMBASE, MEDLINE, PSYCInfo, AMED, CINAHL (Cumulative Index to Nursing 
and Allied Health), Web of Science and the Cochrane Library. Table 2.1 below presents the 
keywords that were used in the literature searching across all the data bases. In addition, hand 
searching was conducted to examine the reference list of some studies and to follow up authors.  
The search was between from the January 1995 and December 2011. Later in the course of the 
study, the review was updated to include any recent research using narrative methods. 
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Table 2.1: Search strategy 
Included  
An electronic search of: EMBASE, MEDLINE, PSYC Info, AMED, CINAHL 
(Cumulative Index to Nursing and Allied Health), Web of Science, Cochrane library. 
 
The following Key terms were used: `critical care nurse* ` or `perception` or ` role` 
or `experience*` and  `intensive care unit*` or `critical care unit*` or `ICU*` or 
`ITU*` and `transition*` or "end- of -life care` or `cure to comfort care` or `care 
transition` or `communication` or `end of life communication` or `transition*` or 
`Barrier*` or `facilitator*` or difficult*` or challenge*` family*` or `critically ill 
patient* family*` or  Relative*`. 
 
 
 
 
Hand search. 
 
 
Reference list examined and author name search.  
 
"* " was used in the literature searches as it signifies that the research will include the search string 
with any character. 
 Results of the literature review 
Four themes emerged from this body of research: the importance of end of life communication 
ZLWKSDWLHQWV¶IDPLOLHVLQend of life decision making, the process of transition to end of life 
care, the experiences of critical care staff toward providing end of life care and finally the 
obstacles and supportive behaviours experienced by the staff to providing end of life care for 
dying patients and their families. These issues are discussed below: 
2.3.1 End of life care communication 
Accumulated studies in the literature have examined the crucial role that interdisciplinary, 
multi-professional and family-centred end of life care communication has in contributing to 
high quality of end of life care in critical care units and has also shown a range of difficulties 
accompanying such communication (Puntillo and McAdam, 2006; Lofmark et al., 2005; Levin 
et al., 2010; Hickey and Quinn, 2012; Pavlish et al., 2014). Effective end-of-life 
communications among critical care health professionals themselves and with patients and their 
families are powerful facilitators of good quality end of life care and the primary means of 
protection from conflict within critical care teams and with patients or families (Pavlish et al., 
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2014; Nelms and Eggenberger, 2010). End of life care communication has been shown to  be 
one of the primary roles for critical care nurses since they spend most of their working time 
with patients and families and act as intermediaries between physician and patients/families 
(Schulman-Green et al., 2005; Aslakson et al., 2012). The importance of end of life care 
communication is highlighted by the evidence that the majority of patients' family members 
have a poor understanding of diagnosis, prognosis and treatment options (Azoulay et al., 2000; 
Scherer et al., 2006; Selecky et al., 2005). For example, Azoulay et al. (2000) surveyed 102 
relatives of patients who were admitted to an intensive care units for more than 2 days and 
reported that fifty four per cent have a poor understanding of their patientV¶ condition. 
Ineffective communication between health care professionals and patients and / or families 
about the realistic picture of prognosis and treatment options can delay the transition to end of 
life care by making it more likely that there is continuing use of aggressive treatments. This 
can increase patientV¶ VXIIHULQJDQGLPSDFWQHJDWLYHO\RQERWKSDWLHQWV¶ families and critical 
care staff (Schulman-Green et al., 2005; Kirchhoff and Beckstrand, 2000).  
Effective end of life care communications among critical care health professionals are 
associated with reducing SDWLHQWVDQGIDPLOLHV¶SV\FKRORJLFDOGLVWUHVVGHSUHVVLRQDQGDQ[LHW\
and improving the quality of death and dying; it also has been shown to lead to limiting 
provision of futile aggressive treatments which consume staff time, effort and staff focus 
(Levin et al., 2010; Wiedermann et al., 2012; Kompanje et al., 2013). Critical care units 
represent an expensive, limited resource the use of which can be maximised with better inter-
staff communication (Ahrens et al., 2003). Ahrens et al. (2003) conducted a controlled study 
to evaluate the effect of a communication team that include a physician and a clinical nurse 
specialist on length of stay and costs for dying patient in critical care units. Ahrens and 
colleagues found that improving communication and team work reduced critical unit lengths 
of stay and resource utilization. A range of other studies have highlighted the benefits of 
interdisciplinary communication and team-based approaches in attaining timely and effective 
transition to end of life care and in providing palliative care in different health care settings 
(Kirby et al., 2014; Coombs et al., 2012; Gott et al., 2011). However, over many years inter-
professional collaboration and communication are the most problematic areas in the process of 
transition to end of life care for nurses health care professionals working in critical care units 
(Fridh, 2014; Ferrand et al., 2003). There is a need for more research evaluating interventions 
to enhance interdisciplinary communication in critical care units (Kryworuchko et al., 2013). 
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In terms of the communication between health care staff and families, the research evidence 
shows that  that honest conversations that are sensitively navigated, strengthen the relationship 
between the two sides and build a trust (Rushton et al., 2007; Gordon and Daugherty, 2003). It 
has been well documented that there is a strong reciprocal relationship between trust and end 
of life care communication. On the other hand, where mistrust exists, this is a key barrier to 
end of life care communication (Lynn-sMcHale and Deatrick, 2000; Farmer, 1992). 
&RPPXQLFDWLRQLVDOVRUHSRUWHGWREHFUXFLDOWRPDQDJHIDPLOLHV¶KRSHDQGUHDFKDEDODQFH
EHWZHHQFOLQLFDOUHDOLVPDQGIDPLOLHV¶RSWLPLVP(Gelling, 1999; Sullivan, 2003; Verhaeghe et 
al., 2007). Effective communication between physicians anG FULWLFDOO\ LOO SDWLHQWV¶ IDPLOLHV
DGGUHVVLQJTXHVWLRQVDERXWWKHSDWLHQW¶VFXUUHQWKHDOWKVWDWXVSURJQRVLVDQG  responding to 
families with  empathy and respect are highly correlated with family satisfaction (Low, 2012).  
To have questions answered honestly; to have explanations given that are understandable; to 
know the expected outcome; and to know specific facts concerning the patient's progress have 
EHHQVKRZQWREHDPRQJWKHPRVWLPSRUWDQWRIIDPLOLHV¶QHHGVLQFULWLFDOFDUHXQLWV(AlǦHassan 
and Hweidi, 2004; Omari, 2009; Jovanovic, 2011). While some health care professionals 
perceive that patients and families do not desire or cannot accept information and conversations 
about end of life care, the research literature documents that the opposite is true (Caldwell et 
al., 2007; Apatira et al., 2008; Azoulay et al., 2011). Pierce (1999) elicited the perspective of 
29 bereaved relatives of peaceful death and found that the majority wanted health care 
professionals to provide full, diUHFW DQG IUDQN LQIRUPDWLRQDERXW WKHSDWLHQWV¶KHDOWK VWDWXV. 
Hickey and Quinn (2012) surveyed 304 members of the general public in South West Essex 
(UK) and found that 87 percent of participants would wish for earlier discussion about end of 
life care. 
A number of barriers to effective end of life care communication have been identified in the 
review. These include:   
1. Physicians¶ desire to continue with aggressive treatments as a result of ambiguity and 
uncertainty in prognostication (Barclay and Maher, 2010; Sprung et al., 2008). 
2. Critical care staff not having suitable knowledge and skills to carry out end of life care 
communication (Kamel et al., 2014; Gibbins et al., 2011). 
3. Staff desire to maintain hope for patients and their families (Gutierrez, 2012; 
Schulman-Green et al., 2005). 
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4. Staff uncomfortable in carrying out end of life care communication (Pavlish et al., 
2014; Panagopoulou et al., 2008). 
5. Unexpected patient death and perceived unwillingness of some SDWLHQWV¶ families to 
accept their patients¶ prognosis (Schulman-Green et al., 2005; Aslakson et al., 2012). 
2.3.2 The transitions to end of life care in critical care units 
Most deaths within critical care units occur after a decision to withhold and withdraw life±
sustaining treatments has been made (Lautrette et al., 2006; Espinosa et al., 2008). End of life 
care decisions about withholding and withdrawing life±sustaining treatments take place when 
the critical care professionals recognise that recovery is not a viable outcome and continuation 
with treatments would just prolong the dying process. After that, communication between 
patients, healthcare professionals and families should be directed towards reaching a common 
shared agreement that the subsequent focus should be on palliation and ensuring dignity and 
comfort (Sprung et al., 2003). However, managing this process of transition from curative care 
to a palliative care approach can often be difficult and challenging for health professionals 
(Coombs et al., 2012; Pattison, 2004). The complexity surrounding this process relates in part 
to uncertainty and ambiguity associated with the onset of the terminal phase of disease (Badger, 
2005a; Badger, 2005b; Coombs et al., 2012; McAndrew and Leske, 2014). Additionally, the 
life-saving philosophy of critical care critical care units; its acute care culture and the many 
different parties involved add to the challenges in achieving timely, planed and smooth 
transLWLRQPDNLQJ WKH³JRRGGHDWK´GLIILFXOW WRDWWDLQ (Trankle, 2014; Coombs et al., 2012; 
O'Connor and Aranda, 2003). Further key factors in the process of transition are staff beliefs 
and attitudes, including religious and cultural beliefs. These shape end of life practice and 
emotional experiences among staff when caring for dying patients and their families (Trankle, 
2013; Sprung et al., 2007; Trankle, 2014; Badger, 2005). 
While there has been a sustained focus internationally on education and policy in palliative 
care, leading to wide ranging recommendations to improve the transition to and provision of  
quality end of life care for all patients regardless of diagnosis and in all care settings, the 
majority of knowledge available in wider palliative care literature remains cancer care based 
and relates to settings other than critical care units (Gott et al., 2007; Bingley and Clark, 2009; 
Coombs et al., 2012). Research in critical care units to date has focused on managing the 
process of withholding and withdrawing life±sustaining treatments (Baggs et al., 2007; Curtis 
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and Vincent, 2010; Halcomb et al., 2004), with  little  known about the process of transition to 
palliative care (Gardiner et al., 2011; Coombs et al., 2012; Pattison, 2006). Gardiner et al. 
(2011) conducted a systematic review of the literature concerning the transition from curative 
care to palliative care within health care setting in UK and found that only two papers referred 
to transition in critical care settings (Pattison, 2004; Pattison, 2006).  
The review of literature demonstrates that only three studies have explicitly explored issues in 
the process of transition to end of life care in critical care units from the perspective of health 
professionals (Badger, 2005a; Coombs et al., 2012; Badger, 2005b); although transition to end 
of life care can be seen to be a major theme in providing quality end of life care  in other studies 
(McAndrew and Leske, 2014; Hov et al., 2007). Among the studies that explored explicitly the 
transition process, Badger (2005a) explored the  experience of moving to end of life care from 
the perspective of nurses working in a medical intensive care unit and describe the barriers and 
facilitators to transition. The same author explored the coping strategies used by nurses during 
transition (Badger, 2005b). Nurses perceived that the transition from curative treatment to end 
of life care is unclear and its boundaries are not clearly defined (Badger, 2005). In a later study, 
Coombs et al. (2012) studied the challenges in the process of transition from intervention to an 
end of life care from the perspective of 13 medical staff and 13 nurses associated with 17 
decedents. They found that managing the transition to end of life care is the most challenging 
and complex stage in the end of life trajectory. Coombs and colleagues reported that 
unrecognised and unplanned transition to end of life care can lead to continuing use of 
aggressive treatments which interferes with quality of end of life care. 
The literature suggests that little clear guidance exists worldwide about how palliative end of 
life care in critical care should be implemented (Pattison, 2006; Truog et al., 2008; Nelson and 
Danis, 2001; Truog et al., 2001). As a result, initiation and continuation of futile interventions 
and support therapies is common in western countries (European and North American) 
contributing to negative effects for patients, families and staff (Kompanje et al., 2013). Studies 
investigating distress among critical care health care professionals reveal that the situations 
causing most distress to staff relate to provision of futile treatments that prolong the dying 
process (De Villers and DeVon, 2013; Wiegand and Funk, 2013; McAndrew and Leske, 2014). 
Additionally, variation in care practice at end of life exists between countries and between 
critical care units in the same country (Ravenscroft and Bell, 2000; Wunsch et al., 2005; 
Poulton et al., 2005; Wilkinson and Truog, 2013). For example, Ravenscroft and Bell (2000) 
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surveyed all clinical nurse managers for critical care units in the Yorkshire region (UK) and 
found inconsistency in the initiation, continuation and withdrawal of life-prolonging 
procedures. 
Several factors have been identified that interfere with clear, planned and smooth transition to 
end of life care. The most commonly cited factors are (1) uncertainty of prognostication, (2) 
ineffective end of life care communication between physicians and patients or families, (3) 
families¶ misunderstanding about palliative care and the nature of the illness, (4) younger 
patient age and (5) lack consensus between staff in health care teams on the direction of care 
(Norton and Bowers, 2001; Coombs et al., 2012; Badger, 2005). In contrast, factors adopted 
by critical care staff to facilitate the transition process include: providing patients and their 
families with good quality and honest information regarding patient prognosis and current 
health status based on staff assessment and experiences (Hov, 2007; Badger, 2005); enhancing 
the roles of nurses  in  as mediators between patients, their families and  physicians to enhance 
end of life care focused communication (McClement and Degner, 1995; Coombs et al., 2012); 
and finally, working to attain consensus about care direction (Badger, 2005; Coombs et al., 
2012; Norton and Bowers, 2001). 
2.3.3 Obstacl  and supportive behaviours  providing end of life care 
Several studies have reported on the barriers and facilitators to providing care for terminally ill 
patients in critical care units. Quantitative studies using questionnaires and surveys were most 
commonly (Espinosa et al., 2008; Beckstrand et al., 2006). Among these five studies have used 
WKHµ1DWLRQDO6XUYH\RI&ULWLFDO&DUH1XUVHV3HUFHSWLRQRI(QGRI/LIH&DUH¶ WRH[SORUHQXUVHV¶
perspectives toward the challenges, obstacles and facilitators to providing end of life care in 
critical care units (Kirchhoff and Beckstrand, 2000; Beckstrand et al., 2006; Crump et al., 2010; 
Gross, 2006; Attia et al., 2013). Attia et al. (2013) have conducted the only study in the Middle 
East (Egypt); all the other studies were conducted in United States. This questionnaire has been 
used also with emergency nurses (Heaston et al., 2006); paediatric critical care nurses (Iglesias 
et al., 2013); and hospital and cancer unit nurses (Lee et al., 2013). Other qualitative approaches 
have been also used and mostly to elicit the experiences of medical critical care toward the 
barriers to providing end of life care in critical care units (some barriers are presented below 
under the section of medical experiences) (Coombs et al., 2012; Norton and Bowers, 2001). 
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Several obstacles to providing end of life care for critically ill patients in are identified in the 
literature. These relate to factors that are intrinsic to critical care staff and their relationships 
with patients, families, as well as to environmental factors related to critical care units. 
Beckstrand and Kirchhoff (2005)  report that nurses frequently identify the following as key 
obstacles: SK\VLFLDQV¶ avoidance of end of life care communication with patients and families; 
lack of consensus among staff on the direction of care; and families who continually ask nurses 
for information about the patient¶V status. Other barriers identified in related research include: 
QXUVHV¶ODFNRIWLPH; misunderstanding of the concept of life saving measures by patients and 
families; families not accepting poor prognosis; and poor design of critical care units (Attia et 
al., 2013; Crump et al., 2010; Coombs et al., 2012). Espinosa et al. (2008) provided systematic 
reviews of evidence relating to the problems and obstacles experienced by nurses when caring 
for critically ill patient who are dying. The most ciWHG SUREOHPV DUH OLPLWLQJ QXUVHV¶
involvement in curing and comfort healthcare planning; lacking of consensus among 
physicians and between critical care health professionals; lacking of appropriate knowledge 
and skills; unrealistic families expectations; staff shortage; lack of support; and problem related 
to critical care units as a place for providing quality end of life care. The medical staff 
perceptions of barriers and facilitators to providing end of life care medical are discussed under 
the next section. 
In contrast, behaviours that aid the provision of end of life care include: consensus among 
health care staff on the direction of patient care; the family accepting that the patient is dying; 
clear understanding among families of the disease process and its likely outcomes; planned 
cessation of futile care and provision to critical care staff of the knowledge and skill needed to 
provide appropriate end of life care (Beckstrand and Kirchhoff, 2005; Thompson, 2006). 
2.3.4 Critical care staff experiences providing end of life care 
Many studies have reported on the experiences of providing care for critically ill patients who 
are likely to die in different critical care units around the world from the perspective of nurses 
(Calvin et al., 2009; Espinosa et al., 2010; Valiee et al., 2012); physicians (Ahern et al., 2012; 
Shapiro et al., 2011; Bowden et al., 2012); and nurses and physicians together (McAndrew and 
Leske, 2014; Festic et al., 2012) 6WXGLHV RI QXUVHV¶ H[SHULHQFHV DUH PRUH IUHTXHQt in the 
literature. Most of these studies concern experiences of end of life decision making i.e. 
withholding and withdrawing life±sustaining treatments (McAndrew and Leske, 2014; 
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Vanderspank-Wright et al., 2011; Boyd et al., 2011; Trankle, 2013) and its related 
communication (Boyd et al., 2011; Deep et al., 2008). Other studies identify how both doctors 
DQGQXUVHVFRQFHSWXDOLVHµJRRGGHDWK¶DQG explore their experiences of providing such a death 
(Trankle, 2014; DelVecchio Good et al., 2004); and others explored nursing staff perceptions 
only (Costello, 2006; Beckstrand et al., 2006). There is a considerable nursing literature that 
explores the roles and responsibilities of nurses towards patients and their families in end of 
life in critical care setting (Adams et al., 2011; Adams et al., 2014) and small number of other 
studies explore both physicians and nurses roles (Baggs et al., 2007; Sorensen and Iedema, 
2007). 
A number of themes can be identified that summarise critical care staff experiences in end of 
life care from the literature review: 
Practical experiences of end of life care and inter-professional communications and 
collaboration: Initiation and continuation of futile life-sustaining treatments that prolong dying 
process have been reported in the literature to be common in critical care units (Kompanje et 
al., 2013; Calvin et al., 2009; Badger, 2005). Studies have documented that nurses and 
physicians struggle to balance their commitments for their patients and the ethical, moral and 
legal issues associated with providing life-sustaining treatments (McAndrew and Leske, 2014; 
Coombs et al., 2012). Additionally, end of life decision making is the most common source of 
ethical conflict among health care providers (Puntillo and McAdam, 2006; Cronqvist and 
Nyström, 2007). Nurses perceive that they have essential roles in communication with, and 
care of, dying patients and their family (Ranse et al., 2012; Efstathiou and Clifford, 2011), but 
they acknowledge physician authority in end of life care communication and decision making 
and their limited roles in it (Ferrand et al., 2003). 
Psychological experiences of providing end of life care communication and decision making: 
Critical care nurses and physicians describe feelings of frustration and distress when aggressive 
treatments are introduced that can no longer benefit the patient and increases their suffering. 
The atmosphere of uncertainty in critical care units; communication with patients and families 
about end of life decision making and responsibilities for the delivery of bad news are 
associated with high levels of anxiety and distress (Kongsuwan et al., 2010; Espinosa et al., 
2010; Calvin et al., 2009; McAndrew and Leske, 2014). Because nurses are in the front line of 
care provision  they have especially high levels of distress (Piers et al., 2014; Fridh, 2014). 
19 
 
Nurses role and responsibilities in end of life care communication and decision making: The 
importance of critical care nurses involvement in planning, communicating and providing end 
of life care for critically ill patients and their families in critical care units has been extensively 
discussed in the literature and different roles have documented (Kongsuwan et al., 2010; Ranse 
et al., 2012; Sheward et al., 2011; Adams et al., 2014). Adams et al. (2011) provide a systematic 
review of evidence relating to nursing roles in providing end of life in critical care units, 
including:  providing patients¶ families with adequate information about prognosis and possible 
treatments; providing comfort care, avoiding isolation; keeping patients free from pain, giving 
patients and families a sense of control over the dying process and advocating for patients. 
Medical perceptions of Barriers and facilitators to providing end of life care: For physician, 
the negative end of life experiences that mostly associated with uncertainty and ambiguity and 
loss of control over decision-making due to patient, families and system factors may (Blomberg 
and SahlbergǦBlom, 2007; McCann et al., 2013). Among the other most reported problems or 
FKDOOHQJHVZHUHEDODQFLQJEHWZHHQIDPLOLHV¶H[SHFWDWLRQVDQGSDWLHQW¶VSURJQRVLV; delivering 
bad news; managing difficult communication with families and other physicians colleagues 
and medical uncertainty toward prognosis (Ahern et al., 2012; McAndrew and Leske, 2014; 
Coombs et al., 2012; Piers et al., 2014; Kamel et al., 2014). In a Canadian study Ahern et al. 
(2012) elicited the experiences of 19 critical care senior medical residents with end-of-life 
GHFLVLRQPDNLQJDQGIRXQGWKDWWKHSK\VLFLDQIHHOPRUHGLVWUHVVHGZKHQSDWLHQWV¶IDPLOLHV insist 
to continue with providing inappropriate care despite a poor prognosis while on the other hand 
GHVLUHWRUHVSHFWSDWLHQW¶VZLVKHVDQGDOOHYLDWHVXIIHULQJ7KHQHJDWLYHHQGRIOLIHH[SHULHQFHV
have documented that it leads to physicians burnout, affect their health adversely, and 
distancing themselves from patients (Shapiro et al., 2011). 
&ULWLFDO +HDOWKFDUH SURIHVVLRQDOV¶ perceptions of good death: Nurses and physicians 
experiences account agreed that WKHDELOLW\WRGHOLYHUD³JRRGGHDWK´LVSDUWLFXODUO\LQKLELWHG 
critical care settings. "Good Death" as a major theme for quality end of life care was 
conceptualised by the healthcare professionals as multidimensional. The key features of a good 
death identified in the literature (Kongsuwan et al., 2010; Trankle, 2014; Beckstrand et al., 
2006; Kongsuwan, 2011) were:  
1. Symptom control and alleviate suffering; all critical care staff, regardless of domain, 
HPSKDVLVHGWKHLPSRUWDQFHRIJRRGV\PSWRPFRQWUROLQRUGHUWRDFKLHYHDµJRRGGHDWK¶. 
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2. Preparing for death and timely and effective management of the transition phase which 
was reported to be problematic in critical care settings 
3. Communication with patients if possible and their families was regarded by critical care 
staff as crucial in a good death. Effective end of life care communications provide patients 
and families with a sense of control and help in meeting patient preferences and wishes for 
end of life care. 
4.  )DPLOLHV¶acceptance of impending death. 
5. Keeping patient surrounded by family and friends and not leaving them alone. 
 Appraising the quality of the existing evidence 
The review has demonstrates that while there is a body of research on staff roles, interactions, 
relationships, experiences and perceptions toward providing end of life care, there is only a 
very small body of evidence specifically related to their experiences and perspectives on 
transition to end-of-life care in critical care contexts (Gardiner et al., 2011; Coombs et al., 2012; 
Pattison, 2006); moreover, those studies that do exist are all from the western world. The 
majority of the studies about critical end of life care practice are from the United States of 
America, followed by the United Kingdom. A small number of studies come from Sweden, 
Australia, Thailand, Japan and New Zealand. In addition, there is a very small body of research 
that has explored the provision of end of life care in Middle Eastern countries (Eidelman et al., 
1998; Iyilikci et al., 2004; Yazigi et al., 2005; Da Costa et al., 2002; Iyilikci et al., 2004). 
The great majority of the qualitative studies included interviews; a small number of studies 
used a focus group and observation approach (Badger, 2005; Espinosa, 2010; Hov, 2007; 
Aslakson, 2011). Studies vary in their capture of nurses¶and physicians¶perspectives. The 
review demonstrated that the vast majority fail to mention essential methodological procedure 
such as ethical approval, timing of data collection and analysis, criteria for completing the 
analysis and approach to corroborate key findings (Hansen, 2009; Calvin, 2009; Espinosa, 
2010; Thompson, 2006; McClement, 1995; Gross, 2006). Although almost all of the qualitative 
studies report the research setting and participants clearly, methodological issues with setting 
and sampling were also reported, including: non-representative settings i.e. one critical care 
unit (Simpson, 1997; Calvin, 2009; Ranse, 2011; Hov, 2007; Crump, 2010), or one 
geographical area (Reinke, 2008; Aslakson, 2011); small sample of respondents (McClement, 
1995; Bushinski, 2007); high withdrawal rate (Reinke, 2008); convenient sampling (Bushinski, 
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2007; Gott, 2011); and other selection bias problems e.g. certain group of participants (only 
female, only white, or only non-Muslim participants) (McClement, 1995; Bushinski, 2007; 
Thompson, 2006; Kongsuwan, 2010). Thus, most of the existing research may need caution 
with regard to generalization to critical care units within different organisational, financial, 
cultural and legal systems. 
7KHµ1DWLRQDO6XUYH\RI&ULWLFDO&DUH1XUVHV3HUFHSWLRQRI(QGRI/LIH&DUH¶ZKLFKwas used 
most frequently in the literature, has been used in the literature to elicit the perspectives and 
experiences of nursing healthcare professionals only. The reliability and validity of this scale 
has been assessed and measured in different studies, suggesting that it is a robust survey that 
has a good reliability and validity (Crump et al., 2010; Beckstrand and Kirchhoff, 2005). Other 
quantitative assessment tools are documented in the literature, but these have been more 
recently developed and are yet to be tested in terms of reliability and validity (Kinoshita, 2011; 
Sheward, 2011; Lofmark, 2005; Hansen, 2009). Although these quantitative studies have shed 
light on the central obstacles and supportive behaviours to providing end of life care in critical 
care units worldwide, some of the quantitative studies reported issues related to the 
generalisability of their result, including: small sample size (Kinoshita, 2011; Gross, 2006), 
low to moderate response rates (Lofmark, 2005; Hansen, 2009; Beckstrand, 2006), and non-
representative sampling (Crump et al., 2010; Attia, 2011; Gross, 2006). Other issues relate to 
ambiguity of questions and lack of clarity have been reported (Sheward, 2011; Schulman-
Green, 2005). The literature review has demonstrated that mixed methods approach has not 
been used previously to explore issues around end of life care in critical care units. 
 Justification for the Study 
The transition from curative care to end of life care is the most difficult and complex phase that 
critical care professionals experience when providing care for critically ill patient (Coombs et 
al., 2012); effective management of this phase is considered as the most important factor in 
providing quality end of life care. However, there is limited knowledge about the perspectives 
of healthcare professionals about the recognition and management of such transition and those 
studies that exist have been conducted in western contexts. Additionally, there has been no 
research into issues of transition in Jordan with little attention paid to palliation of critically ill 
patients, especially those with non-malignant disease. The differences between the Oriental 
and Occidental trend underpin the importance of investigating the transition to end of life care 
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in a country with a different culture and religious beliefs to those in the west. This study fills a 
gap in the literature surrounding the transition to and providing end of life care in critical care 
units by examining this issue from the perspective of health care professionals working in 
Jordanian critical care units. The next chapter describes and discusses the methodological 
approach, methods and procedure used in designing and developing this study. 
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Chapter3:  DĂŬŝŶŐ^ĞŶƐĞŽĨDŝǆĞĚDĞƚŚŽĚƐWĂƌĂĚŝŐŵ
DĞƚŚŽĚŽůŽŐǇĂŶĚDĞƚŚŽĚƐ 
 Introduction 
µ0HWKRGRORJ\¶KDVbeen defined as a set of strategies adopted by the researchers to answer 
their research questions (Backman and Kyngäs, 1999; Polit and Beck, 2006). The literature 
review has demonstrated that there is only a small body of evidence that explores transition to 
end-of-life care in critical care contexts; all the existing studies are from the western world. 
This study therefore examines this issue from the perspective of health care professionals 
working in Jordanian critical care units. This chapter presents the methodological plan that was 
applied in this study and discusses issues encountered in its implementation. 
This study examined the transition to, and provision of, end of life care for dying patients and 
their families in Jordanian critical care units; it was divided into two phases: 
x 3KDVHRQHDGGUHVVHGFULWLFDOFDUHVWDII¶VH[SHULHQFHDQGSHUFHSWLRQRIWKHREVWDFOHVDQG
supportive behaviours to providing end of life care for dying patients and their families 
using a questionnaire survey. 
x Phase two: used semi-structured interviews to elicit the experience of critical care staff 
about transition to end of life care and to evaluate their perceptions of factors that enable 
or hinder transition. 
This chapter begins with the presentation of my rationale for adopting a mixed methods design 
for this study and the philosophical aspects relating to combining quantitative and qualitative 
research approaches (Feilzer, 2010). The details of the qualitative and quantitative methods of 
data collection are then described, and the sampling, setting, recruitment strategies and data 
analysis for the methods explained. This chapter also examines the procedures undertaken to 
ensure the validity and the reliability of the quantitative data and the rigour of the qualitative 
data. Finally, the ethical issues surrounding the planning and conducting the study are 
examined. 
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 Methodology overview 
This study adopted an explanatory mixed methods research design. Mixed methods research is 
a research paradigm in which qualitative and quantitative research approaches are integrated 
with one another at different phases in any research project (i.e. study design, data collection, 
data analysis and inference) in order to get both depth and breadth of understanding of the 
phenomenon of interest (Johnson et al., 2007). In this explanatory mixed methods study the 
quantitative aspect informed the qualitative aspect to address the research questions (Creswell 
and Plano Clark, 2011). 
In this study there were two elements: a preliminary quantitative survey and a subsequent and 
complementary qualitative interview phase. Whereas the quantitative element enabled 
understanding of the prevalence of issues and their relative frequency and weight, the 
qualitative element enabled exploration of participants' views of obstacles and/or supportive 
behaviours in more depth, eliciting experiential and perceptual knowledge about transition to 
end of life care for dying patients and their grieving families (Tashakkori and Teddlie, 1998). 
In addition, the quantitative phase provided descriptive data about the participants 
characteristics which enabled and guided purposive sampling for the qualitative phase 
(Creswell, 2003). The  results from the two phases were mixed in the interpretive stage  to 
identify key findings (Creswell, 2003; Creswell and Plano Clark, 2011). 
Survey  
Surveys are widely used in nearly all social science disciplines across different research topics. 
Using survey research in social sciences produces representative and generalizable information 
which provides an opportunity to study the whole population but compared to other methods, 
less time and lower cost. In addition, using survey allows replication in different settings, times 
and with different populations. Survey design has been recognised to be more transparent and 
accountable than many of the other methods used by other research designs.  
On the other hand, the main criticism for using surveys is that they involve structured questions 
that limit the depth, sensitivity and quality of its results. Additionally, using survey provides a 
little insight into the connection between factors or the patterns of relationships between them 
and limits the opportunity of studying action and context.  Thus, linking survey with other types 
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of research designs is a common means to address these weaknesses. Linking qualitative 
research with a survey is a common combination (Kremelberg, 2011). Using this combination 
can serve a range of different purposes: 
1. A qualitative study provides details for and extends the results of a survey. 
2. A quantitative survey provides a framework for selecting participants for the qualitative 
design. 
3. Qualitative results inform the analysis of survey results which help minimize inaccurate 
conclusions. 
4. A qualitative study allows the study of the relationship, process and social issues 
between factors in the ground. 
 Philosophical framework 
3.3.1 Quantitative-qualitative Debate 
There has been a long standing epistemological debate about the relative merits of qualitative 
and quantitative research paradigms. Both quantitative and qualitative researchers tend to see 
µtheir¶ paradigm as the ideal method for research studies and many adhere to the 
"incompatibility thesis" (Howe, 1988) which holds that the paradigms cannot and should not 
mix since they have a different philosophical underpinnings: those located in the qualitative 
paradigm emphasise the importance of deep and rich observational and interview data and 
those located in the quantitative paradigm emphasise WKH LPSRUWDQFH RI  µKDUG¶ DQG
generalizable data (Sieber, 1973). 
Although quantitative and qualitative paradigms differ from each other, there are similarities 
between them. For example, both of them try to answer research questions using empirical 
observation, describe and summarize data, build an explanation argument from these data and 
explain why the results happened as they did (Sechrest and Sidani, 1995). In addition to that, 
both quantitative and qualitative researchers try to minimize bias and other sources of threats 
to validity (Sandelowski, 1986). Another similarity between these two paradigms is that all 
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research in social science is directed towards providing information about human beings, their 
environment and their interactions (Biesta and Burbules, 2003). 
3.3.2 Pragmatism 
This study adopted pragmatism as an underpinning philosophical framework to inform the 
choice of methodology and methods. Pragmatism is a philosophical movement that originated 
in the late 19th century and early 20th century in the United States; its popularity waned but 
re-emerged in the last part of the 20th century (Putnam, 2009). The most important 
philosophical figures of the pragmatism were Charles Sanders Peirce (1839±1914), William 
James (1842±1910), John Dewey (1859±1952) and George Herbert Mead (1863-1931). The 
pragmatic method is firstly delineated as a way of clarifying one's thoughts, of defining one's 
terms. Pragmatists perceive thought as a tool or instrument for prediction, problem solving and 
action instead of describing, representing or mirroring reality (James, 1975). Pragmatism is not 
a single philosophy as there is no simple doctrine that unifies it as in the cases of naturalism, 
realism, or idealism (i.e. no single epistemology, no single metaphysics, and no single theory 
of truth). Instead it is more a style or way of doing philosophy. As such, it allows a variety of 
views on almost any philosophical topic.  
Pragmatism considers practical consequences or real effects of any idea, concept or theory to 
be vital components of both their meaning and truth. In general terms, pragmatism argues that 
the meaning of any idea or concept can be equated with the conceivable operational or practical 
consequences of whatever the concept represents. It also asserts that any theory that proves 
itself more successful in predicting and controlling our world than its opponents can be 
considered to be nearer the truth. Pragmatists contend that most philosophical topics²such as 
the nature of knowledge, language, concepts, meaning, belief, and science are all best viewed 
in terms of their practical uses and successes. Pragmatism differs from positivism in that it 
focuses on the consequence of action in particular situations to make claims for knowledge 
while positivism focuses on the action itself (Patton, 1990). 
Pragmatists identify that there are many different ways of interpreting the world, that no single 
point of view can ever give the entire picture and that there may be multiple realities  (James, 
1975). Additionally, Pragmatists believe that truths are provisional tools used to solve 
particular problems thrown up by life; truth is not "ready-made", but that truth is made jointly 
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by us and reality. This idea has two senses (1) truth is mutable: beliefs can pass from being true 
to being untrue and back again depend on different persons, times, context and situations, and 
(2) truth is relative to a conceptual scheme: there can be no truths without a conceptual scheme 
to express those truths. In summary, the pragmatic approach uses WKHSULQFLSOHVRIµZKDW
works¶DQLGHRORJ\RUSURSRVLWLRQ is true if it works reasonably, and (2) Truth is prediction: 
the truth makes better predictions and proper solution for problems (James, 1975; Peirce, 
1998). 
The philosophical approach of pragmatism in research methodology developed in response to 
the debates between quantitative and qualitative paradigm. However, pragmatism does not aim 
to solve the epistemological differences between the quantitative and qualitative paradigms and 
it doesn't provide the perfect solution for bridging these differences, but it uses philosophy to 
try to fit together the insights from both qualitative and quantitative to gain a practical solution 
(Johnson and Onwuegbuzie, 2004). Pragmatism argues that both quantitative and qualitative 
approaches may be used in one study in order to attain the goal of the study. According to this 
perspective, the focus must be on the research questions and how they can be addressed, rather 
than prioritising one particular approach or philosophical assumption. In addition to that, the 
methodological choices should be guided by a practical and applied research philosophy 
(Creswell, 2003). In pragmatism the researcher has a freedom to choose the method and 
procedure that best fit the research question; truth in pragmatism is what works at that time. 
Thus pragmatism opens the door to multiple methods, different worldviews and different 
assumptions as well as different forms of data collection and analysis (Creswell, 2003). 
Pragmatism has been identified as the best paradigm for mixed methods research because of 
its focus on answering research questions and using pluralistic approaches to gain knowledge 
about the research problem (Morgan, 2007; Patton, 1990; Tashakkori and Teddlie, 1998). This 
perspective states that multiple paradigms can be used in mixed methods research study to 
address research problems (Tashakkori and Teddlie, 1998) 
.  
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In addition to "what works" as a way to solve the disputes between the quantitative and 
qualitative philosophical paradigm, pragmatism reject the common disputes which focus on 
dualisms (e.g. rationalism versus empiricism, subjectivity versus objectivity) and weight these 
contrasting paradigms based on how well they work in solving research problem and answering 
research questions. In addition, pragmatism recognises the important and the existence of both 
the natural or physical world and social and psychological world that includes language, culture 
and subjective thoughts and refusing reductionism which look to culture thoughts and beliefs 
as nothing more than neurobiological processes (Benton and Craib, 2001). 
 Mixed methods research 
The history of mixed methods research as a generic concept began in the 1950s with the intent 
of the researcher to use more than one method of data collection in the same study: simply the 
combination of multiple quantitative or qualitative methods in the same study (Creswell and 
Tashakkori, 2007). For example, it could be using both participant observation and in depth 
individualised interviews or it could be using a survey with a quantitative experiment research 
in sDPHVWXG\7KLVQRWLRQIROORZVFORVHO\ZKDWLVFDOOHGWRGD\DVDµPXOWL-PHWKRG¶UHVHDUFKRU
within method triangulation (Tashakkori and Teddlie, 2003).  
Several factors have been reported as contributors to the emergence of mixed methods research, 
including: the need for complex research designs in order to capture the complexity of some 
research problems, the need for multiple forms of evidence to inform the formulation of 
research problem and the recognition from both quantitative and qualitative researchers of the 
important role that different research methods can play in expanding the scope of studies and 
deepening insights from data (Creswell and Plano Clark, 2011; Sandelowski, 2000). 
Although there are many challenges with using mixed methods research and the paradigm 
debates surrounding mixing the quantitative and qualitative methods continue, mixed methods 
research has been called "a new star in the social science sky" (Mayring, 2007, p.1) and a "third 
methodological movement" (Tashakkori and Teddlie, 2003). These relate to the perceived 
advantages that mixed methods research has, including: addressing the weaknesses of both 
quantitative and qualitative when used alone, providing more evidence to inform the research 
problems; and helping to address communication and collaboration between quantitative and 
qualitative researchers (Creswell and Plano Clark, 2011). Finally, mixed methods research is a 
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practical method in the sense of using both words and numbers, and inductive and deductive 
approaches. 
3.4.1 Justification for adoption mixed methods design 
In this study, the justification for adoption a mixed methods design was that there is an existing 
standardised survey tool (See section 3.8.2), which has been used for more than fifteen years 
in western countries to gather critical care nurses experiences and perceptions of the obstacles 
and supportive behaviours to providing end of life care. A study in the Middle East using 
structured interviews, an Arabic translated form of this questionnaire was used to elicit the 
perceptions of nurses in an Egyptian critical care setting regarding the obstacle and the 
supportive behaviours to providing end of life care (Attia et al., 2013). In the study reported in 
this thesis, the questionnaire assesses both the experience and the perceptions of the obstacles 
and supportive behaviours among nurses and medical critical care staff working in Jordan. 
Using this tool gave an opportunity for obtaining comparative data and providing a baseline 
about how Jordanian nurses and medical critical care staff might experience and perceive end 
of life care. Additionally, it was anticipated that the results of this study would lead to 
recommendations about the future use or further adaptation of the survey to be used in the 
Middle East countries. On the other hand, because the questionnaire has rarely been used in 
the Middle East, it was expected that the survey may not captured all those issues of relevance 
to the Jordanian context. Conducting qualitative interviews allowed identification of otherwise 
unknown factors and enabled exploration some cultural meanings which were very particular 
to Jordanian context. They also showed how individuals experienced the issues explored in the 
survey and enabled a detailed description of those experiences. In addition, the combination of 
the two methods maximised data interpretation (Tashakkori and Teddlie, 2003; Creswell and 
Plano Clark, 2011). 
3.4.2 Mixed methods designs 
3.4.3 The explanatory mixed methods design 
This design is a mixed methods design in which the researcher conducts a qualitative method 
informed by a specific results of quantitative method (Creswell and Plano Clark, 2011; 
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Tashakkori and Teddlie, 2003). This design is conducted in two distinct interactive phases: the 
quantitative phase and the qualitative phase and the emphasis is on the second, qualitative phase 
of the study (Creswell, 2003; Tashakkori and Teddlie, 1998) (see Figure 3.1).  
In this study, the first phase was started with collecting the experiences and the perceptions of 
critical care staff toward the obstacles and supportive behaviours to providing end of life care 
for dying patients and their families using a questionnaire survey. After the data collection was 
completed, the data were analysed. In the second, qualitative phase of this study the data were 
collected by using an in-depth individualized interviews with a sample of surveyed critical care 
staff along with head nurses to get an in-depth understanding about the survey results and 
particularly to elicit their experiences and perceptions on the subject of transition from focusing 
on curing and disease remission care to end of life care. The interviews were tape-recorded and 
transcribed verbatim and then analysed. 
The second qualitative phase was informed by the results of the quantitative phase by two ways. 
First, the quantitative data analysis provided data that was explained by the qualitative method 
(Morse, 1991; Creswell and Plano Clark, 2011). This data include: the obstacles and the 
supportive behaviours that perceived by critical care staff to be frequent and have a high 
intensity; the additional obstacles and/or supportive behaviours, the changes needed to improve 
end of life care and the comments added by critical care staff as a responses to the open ended 
questions; missing data or multiple answer to the same question and any questions the critical 
care staff have about the study. 
Second, the quantitative method enabled and guided purposive sampling for qualitative phase 
(Creswell and Tashakkori, 2007). After the quantitative data were collected, the descriptive 
data of the surveyed participants including demographic, clinical and professional 
characteristics were analysed. These data provided an overview about the critical care staff 
included in the study which helped in planning and conducting the sampling process of the 
next qualitative phase and in DWWDLQLQJDUHSUHVHQWDWLYHVDPSOH)RUH[DPSOHWKHSDUWLFLSDQWV¶
age and experience data were used to recruit participants having different years of experience 
in critical care units and the data of critical care staff job title to recruit junior, senior and in-
charge ones. Additionally, male and female participants were also recruited in this study.         
31 
 
 
Figure 3.1: Study design: explanatory mixed methods design in two phases 
 Setting 
Health care systems in Jordan are represented by: Ministry of Health, Royal Medical Services, 
University Hospitals and  a number of private hospitals, each of these systems provide services 
for approximately one-third of the population (Stjernswärd et al., 2007). This study was 
conducted in five medical critical care units at the major two teaching affiliated hospitals in 
Hashemite kingdom of Jordan: King Abdullah University hospital and University of Jordan 
hospital.  
King Abdullah University Hospital, located in the second largest city of the country after the 
capital (Irbid city), is the largest hospital in the north of the country. The hospital contains four 
critical care units; two of them are adult medical critical care units (General Intensive care unit 
and Coronary care unit). Each unit contains twelve beds with seventy five critical care staff 
(including nurses, resident physicians and head nurses), with different positions and 
qualification levels, working in these units.  
The University of Jordan Hospital is located in the capital of the country (Amman) and is the 
largest hospital in the middle of the country. This hospital contains seven critical care units; 
four of them are adult medical critical care units (Male and Female Coronary Care Units, 
General intensive care unit, and Medical intensive care unit). Each unit contains from five to 
seven beds with eighty three critical care staff (including nurses, resident physicians and head 
nurses) working in these units. This hospital provides care for patients from nearby cities in 
addition to those from the capital. Full details about the staff are described below under the 
section of sample and population. The reasons for choosing these hospitals a study sites were: 
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1. These hospitals are the largest hospitals in the country, located in the centre of the country 
and they are easily accessible. 
2. These hospitals are staffed with many physicians from other health care system (Ministry 
of Health and Royal Medicine Service) and serve more than two million of the Jordanian 
population (one third of the population). 
3. The critically ill patients from other cities in the country and from the Ministry of Health 
hospital are transferred to these hospitals to benefit from the advance technology and highly 
qualified staff present in these hospitals. 
4. Regarding the Royal Medical Services, there are very particular challenges with accessing 
these settings because they are military based and their services are provided only for 
military members and their relatives. 
This study was conducted in only the medical critical care units in these two hospitals for two 
reasons. Firstly, these are the place where people more likely to die if compared with surgical 
ones. Secondly, five units are much more manageable to conduct a survey and recruit 
participants for qualitative interviews. 
 Population and sample 
The study population refers to the total number of the target population that meet the inclusion 
and exclusion criteria defined to delimit the study sample (Polit and Beck, 2006). In this study 
the population were all critical care staff (nurses, physicians and head nurses). The sample was 
drawn from the five medical critical care units in the pre-defined setting. In these units, there 
were 149 staff members (nurses and physicians) who actually involved in direct patients care. 
Of these staff, there are 116 critical care nurses and 33 physicians working in these units. 
Socially, the nurses divided in to three categories based on their length of stay in critical care 
units: junior, senior and charge staff nurses. According to their professional experiences, the 
physicians also divided in to three categories: first year (junior physicians), second year and 
third year (senior physicians). Finally, there are six heads nurses allocate in these six critical 
care units in the predefined setting.  
In the quantitative phase, the sample was all the critical care staff, whether nurses or physicians, 
working in the five critical care units and providing direct care to dying patients. For the 
interview phase, the aim of sampling was to recruit a diverse and representative sample of 
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critical care staff working in the critical care units including: nurses with different age, gender 
and levels of educational qualification; physicians of different positions and experience and 
head nurses. The desired sample characteristics were described in the eligibility criteria in the 
table below WKHLQWHUYLHZ¶V section (Table 3.4). The participants took part in the qualitative 
interviews and their details are described later on. 
In this study, the reasons behind including the physicians were: 
1. The physicians are the key and final decision maker with regard to the direction of care for 
the critically ill patients. Therefore, obtaining their perspectives enhanced the 
understanding of the research problem.  
2. Several studies that examine the FULWLFDOFDUHQXUVHV¶ perspectives have reported that some 
physicians' behaviours are perceived by nurses as obstacles to providing end of life. 
Therefore, it was interesting to determine which of these behaviours applied in Jordanian 
context and to seek to access the SK\VLFLDQV¶ perspectives about the reasons behind their 
behaviours. 
3. Culturally in Jordan, patients and their families rely mainly upon physicians in making 
difficult decisions. In addition, according to health care policy in Jordan, nurses are unable 
to start prognosis-related or end of life care communication until they have a µgreen light¶ 
from the patient¶VGRFWRU. 
 Methods a data collection 
Research methods refer to the ways that data are collected and analysed by the researcher in 
answering his or her research questions (Johnson et al., 2007). 
 Phase one: quantitative 
3.8.1 Introduction 
In this phase, a questionnaire survey was used to assess the obstacles and supportive behaviours 
to providing end of life care from the perspective of critical care physicians and nurses; 
permission to use the questionnaire was obtained from the author. 
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3.8.2 Survey 
A questionnaire, the National Survey of Critical Care Nurses Perception of End of Life Care, 
was used (A copy of nurses and doctors questionnaire is attached in the appendix A and B). 
Other questionnaires were also found in the literature that investigate the perceptions of nursing 
and medical critical care staff other than the one used in this study (Nelson et al., 2006; Festic 
et al., 2010; Festic et al., 2012). However, this particular questionnaire was used for several 
reasons: 
1. This survey is a robust survey that has good reliability and validity, therefore it forms 
an excellent basis for the soundness of this research (Crump et al., 2010; Beckstrand 
and Kirchhoff, 2005). 
2. Whereas other questionnaires were developed recently and are yet to be tested in terms 
of their reliability and validity, this survey has been used worldwide for more than 
fifteen years to gather critical care nurses¶ experiences and perceptions of the obstacles 
and supportive behaviours to providing end of life care. Using this survey will therefore 
provide the opportunities to compare the results of this study to the international 
literature. 
3. After a careful look at the various questionnaires and after discussion with supervisors, 
it was anticipated that this survey would be effective in answering the research 
questions as it captures the most important issues related to providing end of life care 
in critical care unit, and also is feasible to distribute and easy to complete.  
The survey was originally designed to assess the obstacles and supporting behaviours to 
providing end of life care to dying patients and their families. It was developed, pretested, and 
administered in 1998 in the United States of America (Kirchhoff and Beckstrand, 2000). The 
original version was subsequently used in two studies (Gross, 2006; Attia et al., 2013). In the 
latter study, the original version of the questionnaire was used with a sample of 23 critical care 
nurses working in one community hospital in north-HDVWHUQ86$$WWLD¶VVWXG\DVPHQWLRQHG
earlier). 
By the same authors (Kirchhoff and Beckstrand, 2000), the questionnaire then was adapted and 
used with a randomly selection of 1500 members of the American Association of Critical- Care 
Nurses (after adaptations) to elicit their perceptions and practices of end of life care 
(Beckstrand and Kirchhoff, 2005). The major change was adding the experience part of the 
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questionnaire. The experience part in both obstacles and supportive behaviours¶VHFWLRQLQWKH
questionnaire was designed to measure how frequently nurses experienced obstacles or 
supportive behaviours on a scale from 0 (never occurs) to 5 (always occurs). The questionnaire 
version used in this study involves three parts. Table 3.1 below present a summarised 
description of the three parts. 
Table 3.1: Survey parts 
The first part assesses the obstacles perceived by critical care nurses in providing end of life care to 
dying patients and their families including how large each obstacles they perceived, with range from 
0 (not an obstacle) to 5 (extremely large obstacles) and their experience of the frequency of 
occurrence with range from 0 (never occurs) to 5 (always occurs). This part also provides an open-
ended question at the end, allowing the participants to describe in detail any additional obstacles they 
have perceived or experienced and not reported in the questionnaire including how large the obstacle 
is and how frequently it occurs. 
7KHVHFRQGSDUWRIWKHTXHVWLRQQDLUHVHHNVWRHOLFLWFULWLFDOFDUHQXUVHV¶SHUFHSWLRQVRISRVVLEOHKHOSIXO
behaviours in providing end of life care to dying patients and their families including the extent to 
which they have found each behaviour is helpful with range from 0 (not a help) to 5 (extremely large) 
and the frequency they have experienced each one with range from 0 (never occurs) to 5 (always 
occurs). At the end of this part there is also a question allowing the participants to describe additional 
supportive behaviours in detail, including how large the supportive behaviour is and how frequently 
it occurs.  
The third part of the questionnaire includes questions about the demographic characteristics of the 
participants including age, gender, years of professional experience, work experience in critical care 
units, job titles, end of life care experience and the type of critical care unit they are working in. 
Additionally, with other open-ended questions the nurses were asked to report the changes that they 
would like to see in any aspect of end of life care for dying patients and their families and/or any 
comment about the study. 
The reliability of the National Survey of Critical Care Nurses Perception of End of Life Care 
scale has been assessed and measured in different studies (Beckstrand and Kirchhoff, 2005; 
Kirchhoff and Beckstrand, 2000). For instance, in United States, the internal consistency of the 
 REVWDFOHV LWHPV ZDV HVWLPDWHG E\ FRPSXWLQJ &URQEDFK
V Į  ,QWHUQDO FRQVLVWHQF\
estimates of reliability were also computed for 29 obstacle items (0.89). For the 24 helpful 
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behaviours items reliability was (0.86), and for the 24 helpful behaviours items reliability was 
(0.81). This suggests that the scale is internally consistent. 
3.8.3 Survey adaptation and administration 
In order to utilize this survey to elicit both physicians and nurses' perceptions of end of life care 
and the results of this survey to be comparable, this questionnaire survey was adapted since it 
was originally designed to obtain only the perceptions of critical care nurses. The approval for 
adapting the questionnaire was gained from the original author of the questionnaire. The author 
was contacted via email and the permission was also given as an electronic email response in 
which the author asked whether the survey would be translated to another language other than 
English. At that time, he was informed that the questionnaire will be used in the same language 
it was designed with some adaptation. A copy from the email is attached in the appendix H. In 
addition, the questionnaire items have been adapted to fit with cultural issues particular to the 
Jordanian context. 
The adaptations were made at different levels. First, the title and the introductory message of 
the questionnaire were formulated to be more general and fit with both nurse and doctors. A 
subtitle was also addHGVKRZLQJWKHGLIIHUHQWW\SHRIWKHTXHVWLRQQDLUHQXUVHV¶RUWKHGRFWRUV¶
questionnaire). Second, the obstacle items were formulated to be appropriate for both doctor 
and nurse participants. The supportive items were kept as they are. In addition, minimal issues 
with English language were also managed to make the items more understandable to the staff. 
Third, the demographic section was minimally adapted to fit with the Jordanian context; thus 
some of the demographic characteristics questions were deleted because they were not 
applicable in the Jordanian context.  
The adaptation of the survey was conducted by myself and was revised by my supervisors. For 
the purpose of validity testing, two different things were done. First, the adapted questionnaire 
along with the original was sent to a doctor here in the United Kingdom, who is a Jordanian 
immigrant. Second, in order to make final adjustments to the questionnaire, two Jordanian 
critical care nurses were asked to fill the questionnaire in front of me before its distribution to 
the participants of the study. 
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(DFKPHPEHURIFULWLFDOFDUHVWDIIZDVDVNHGWRFRPSOHWHHLWKHUDSK\VLFLDQ¶VTXHVWLRQQDLUHRU
DQXUVH¶VTXHVWLRQQDLUHDFFRUGLQJWRWKHLUUROH7KHGLIIHUHQFHEHWZHHQWKHWZRTXHVWLRQQDLUHV
was that the QXUVHV¶TXHVWLRQQDLUHLQFOXGHGDOOWKHWKUHHSDUWVREVWDFOHVVXSSRUWLYHEHKDYLRXUV
DQGGHPRJUDSKLFFKDUDFWHULVWLFVSDUWVZKLOHWKHSK\VLFLDQV¶TXHVWLRQQDLUHLQFOXGHRQO\WKH
obstacles and the demographic characteristics aspects.  
3.8.4 Sampling 
Through the sampling design and procedure the researcher decides which sample from the 
study population is appropriate to provide information that can address the research questions 
(Creswell and Tashakkori, 2007). In the quantitative part of this study the aim of the sampling 
procedure was to choose participants who were representative of the population, in order to 
enhance generalizability (Creswell and Tashakkori, 2007; Coyne, 1997). 
 In the quantitative phase the sample was all critical care staff who providing direct care for 
dying patients in the five critical care units. So in this study the questionnaires were distributed 
to all critical care nurses (junior, senior and charge nurses) and physicians (second year and 
senior) working in the five critical care units. All staff involved in providing care for dying 
patients was given the opportunity to complete the questionnaire including the demographic 
characteristics. Finally, in this phase of the study head of nursing were not surveyed because 
the questionnaire items are directed toward staff engaging in providing bedside care for 
critically ill patients who are likely to die and their families. 
3.8.5 Recruitment 
Quantitative data collection was started directly after getting the ethical approval from both 
Jordanian hospitals and the ethical review letter from the University of Nottingham. 
Quantitative data collection lasted for four months (some interviews were also conducted 
during this time). For the purposes of survey distribution, the head nurses of each unit were 
contacted individually. They were informed about the purpose of the study, the target 
participants and the stages of the study. Lists of the names of the nurses working in the critical 
care units were also obtained. ,Q WHUPRIGRFWRUV¶ UHFUXLWPHQW the medical director in each 
hospital was asked about the number of physicians who worked in critical care units, their job 
titles and their work shifts; thus a list of medical critical care staff was obtained. 
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Since the work shifts for critical care nurses and physicians were different depending on the 
institution¶s policy, the most feasible way to approach them was to contact them individually 
or in groups at different times. When I contacted the potential participants face to face, I 
introduced myself, explained the purpose of the study and responded to their questions. After 
that, the invitation letter, the information sheet (A copy of invitation letter and information 
sheet are attached in the appendix D and E) and the survey document were administered to the 
health care professionals by putting them in a numbered special envelope; they were asked to 
return the questionnaire in the same envelope if they were willing to participate in the study.  
Moreover, in the first meeting with potential participants, I went through the different parts of 
the questionnaire and other documents explaining what they would have to do if the decide to 
take part in the study. This was to minimize the chance of confusion the participants might 
encounter when start filling in the different parts and sections of the questionnaire. Namely, 
they were informed that for the obstacles and supportive behaviours sections there were two 
parts: a perception element and an experience element. They were asked to add any comments 
about obstacles or supportive behaviours that the questionnaire might not cover and to respond 
in any language they preferred. 
Just before ending the introductory meeting, the best contact details (phone number, emails or 
address) for the participants were obtained. The potential participants were informed that they 
would receive three reminder messages, with one week between each. These messages were to 
remind them about the questionnaire, to remind them where to put the returned questionnaire 
and to thank them for participating in the study. The participants were told that they did not 
need to respond to the messages. Through the invitation letter, the critical care staff were asked 
to read the information sheet and to fill the survey if they are willing to take part in the study. 
At the end of the survey a question asking the participants if they would be willing to be 
approached to take part in the follow up interview was added. Respondents were asked to fill 
their details LQWKHSDUWLFLSDQW¶VFRQILUPDWLRQIRUP (Appendix F) that is enclosed, and to return 
this with their survey questionnaire in the same envelope. 
In order to enhance the response rate, a formal cover letter with the participant's name was 
included inside the envelope. This letter talked about the importance of the study by informing 
the participants that all the information that is available in the literature about this subject is 
from western country so their participation will be extremely valuable and worthy. In the 
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formal letter, the participants were thanked for their time in filling in the questionnaire and 
taking part in the study. In addition, the participants were informed that they will receive a 
participation certificate after returning the survey and the confidentiality will be maintained. 
I choose the off-peak work shifts to distribute the questionnaires so the staff would be more 
likel\WRKDYHWLPHWRWDONWRPH7KHVHµRII-VKLIWV¶ZHUHPRVWO\WKHDIWHU-noon and night shifts. 
Before starting distributing the questionnaire in these shifts the supervisors and the directors 
covering the hospital during these shifts were contacted to gain their permission to distribute 
the questionnaires. When I contacted them, I gave them a general overview about the study 
including: the purpose, the target units, the participants, the process of recruitment, the time 
needed and the methods of data collection; they were also shown the letters of ethical approval 
I had received from the hospitals. Sometimes they gave me some information about the units 
and how that might affect my data collection, such as: nurse shortage and overload. Sometimes 
I felt that they were worried that I might distract the staff from their jobs. Thus, they were 
DVVXUHGWKDWWKHVWDII¶VGXWLHVZRXOGQRWEHDIIHFWHGDQGWKH\ZHUHLQIRUPHGWKDW,ZRXOGEH
flexible with timing to ensure suitability. Every time I went to distribute the questionnaires, I 
started by examining all the critical care units and started with the unit where the nurses were 
not too busy. In each unit, the unit charge nurse was contacted to obtain permission to talk with 
the nurses. Once the permission is granted, the unit charge nurses were contacted. With 
contacting the units' charge, an overview about the study was given; they were asked about 
their suitable time for conducting the study and were asked about the feasible way to contact 
the nurses either individually or in groups.  
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 Phase two: interviews 
3.9.1 Introduction 
This section of the chapter explores the qualitative phase of the study. Semi-structured 
interviews were conducted with a sample of critical care staff to elicit their experiences and 
perceptions on the subject of transition from curing and disease remission to end of life care. 
This section of the chapter begins with the rationale for adopting semi-structured interviews as 
a method of data collection. The sampling, recruitment strategies and data analysis are then 
explained. 
3.9.2 An overview of qualitative interviews 
Qualitative research interviews explore meanings and perceptions and seek to gain rich 
descriptions of the life world of the interviewees and their interpretations of the meaning of the 
phenomena under investigation (Kvale, 1983). Qualitative research interviews seek to enable 
participants¶narrations about the topic and to discover new thoughts or ideas that were not 
anticipated at the outset of the study (Britten, 1995). 
Qualitative interviews have been categorised in different ways in the literature. One 
contemporary categorisation is to refer to: unstructured, semi-structured and structured 
interviews (Bernard, 1988; Fontana and Frey, 2005). Structured interviews often produce 
quantitative data by use of standardised questions and analyses to test prior hypothesis. Semi-
structured and unstructured interviews are used to explore meanings and get a detailed 
understanding of the phenomena being studied from the point of view of the interviewees 
(DiCiccoǦBloom and Crabtree, 2006; Britten, 1995). 
No qualitative research interview can completely be considered unstructured, but some 
interviews are, to greater or lesser extent, more like guided conversations. The ethnographic 
tradition in anthropology employs unstructured interviews alongside participant observation 
and field note recording (Margaret, 1928; DiCiccoǦBloom and Crabtree, 2006). During this 
process the ethnographer identifies one or more "key informants" to interview. 
41 
 
In this study semi-structured interviews were used to gain the staff accounts about providing 
end of life care in critical care units. During the interviews the critical care team were 
encouraged to recall their experiences, express their feelings, thoughts and ideas about end of 
life care and their perceptions of death and dying. Particular attention was placed on their 
experiences of moving from the treatments aimed at curing and disease remission to treatments 
aimed at provision of care and comfort. This involved the factors they perceived that might 
interfere with planned and smooth transition; factors that might facilitate the transition; their 
ideas about good and bad death and the roles and responsibilities they perceived in 
communication with families of dying patients. 
3.9.3 Sampling 
Coyne (1997) points to the profound effect of sample selection on the quality of qualitative 
research. However, there are continuous debates regarding sampling in qualitative research 
secondary to a lack of clear guidelines and principles for selection of a sample (Morse, 1991). 
In this study and for the purpose of the interviews, selecting interviewees was based on 
purposive sampling to maximize richness of information when addressing the research 
questions (Kuzel, 1992). Purposive sampling involves intentionally selecting participants who 
have experience with the central phenomena of interest or the key topic being explored (Coyne, 
1997). The selection of participants in the qualitative phase was based on the type of the five 
medical critical care units included in the study (e.g. Medical Intensive Care Units, Coronary 
Care Units, and General Intensive Care Units) by choosing participants spread fairly across 
these units. In addition, the sampling process was guided by obtaining a mix of perspectives in 
order to give the breadth of data, for example, a mix of gender, a mix of experiences and a mix 
of educational level. Moreover, the first interviews guided the sampling process after which 
additional participants were recruited for the purpose of answering the evolving question. 
These evolving questions covered new topics or issues mentioned by participants already 
interviewed, topics or issues already mentioned but needing more clarification or explanation, 
issues of data saturation, and the relationship between previously mentioned issues and new 
ones. Finally, a participants' selection was also informed by the quantitative results, for 
example the individuals who vary on a selected answer; participants with different 
demographic characteristic and participants who respond to the open ended questions. In this 
42 
 
study, a total of thirty interviews were conducted with critical care staff. Of these interviews, 
15 were with nurses; ten were with physicians and five were with head nurse (Figure 3.2). 
 
Figure 3.2: Qualitative data interview sample 
3.9.4 Interview g  
The interviews started with a critical incident technique involving a recall of a specific death. 
The interviewees were asked about the last person they could remember who died including 
whether a decision was made to commence end of life care, the communications conducted 
and the challenges faced. This facilitated further discussion and consideration of issues relating 
to the participants care of dying patients. Using an in-depth semi-structured interview helped 
the respondents to share their ideas, thought and experiences (DiCiccoǦBloom and Crabtree, 
2006). The interview guide used in this study is presented in Table 3.2 and Table 3.3.  
  
30 staff interviewed
10 physicians
Five senior 
physicians
Five second 
years 
physicians
5 head nurses 15 nurses
Charge, senior and 
junior nurses
Male and 
female nurses
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Table 3.2: Interview guide for nurses and doctors 
Overview: 
1. Thanks for taking part in interview. 
2. Going through information sheet (confidentiality, withdraw at any time, stop taping any time 
and specific needs) 
3. Obtaining signed consent where applicable.    
4. Do you have any question about the study before we start? 
Key questions were asked, with a series of additional prompt questions used only when 
participants do not refer to these issues. 
5. Let us begin our interview by taking a few minutes to talk about yourself: professional 
experience, critical care experience, how long do you work here? How often do you take care 
of dying patient? 
6. Let us now focus our discussion specifically on the last death experience you have. Can you 
tell me about the last person' who died that you were caring for?  Can you remember? What 
illness s/he had? How long s/he spent in critical care unit? etc. 
7. What the care s/he received before death? What (if any) treatments were changed once you 
recognise that you are losing the patient? 
8. Probe response: what type of treatment change decisions? When they happened in relation 
to the patients' death/ dying process? What was the family role in these changes? What was 
the nursing role in these changes? 
9.  What types of communiFDWLRQVKDYHEHHQFDUULHGRXWUHODWHGWRWKHSDWLHQW¶VFDUH" 
10. Probe response: Between health care professionals and patients/families and among the 
health care professionals themselves; timing of these communications in relation to the 
patients' death/ dying process; the occurrence of family meeting and conference in the units; 
problem of power position between the medicine and nurses and within medicine itself and 
ZKRPRISDWLHQW¶VIDPLO\PHPEHUVZHUHLQYROYHG" 
11. What were your roles as a nurse/doctor with FRPPXQLFDWLRQ ZLWK WKH SDWLHQW¶V IDPLOLHV
EHIRUHDQGDIWHUWKHSDWLHQW¶VGHDWK" 
12. Probe response: Family understanding of events; prognosis related communication and the 
direction of care; the skill, knowledge and willingness to conduct this type of 
communication; their feeling with these communications; any obstacles or challenges; 
preparing families for end of life discussion; advocate role and liaising between the family 
and patients' physicians. 
13. What are the sources of conflicts that you have experienced regarding this dying patient? 
What about other patients? 
14. Probe response: Prognostication; the conflict of futile care; conflict with families about the 
patient' direction of care (curing or end of life care). 
4.  
5. Then, as you know the main focus of this study is about the transition from aggressive care to 
end of life care critically ill patients who are likely to die. So, let us now focus our discussion 
specifically on the issue of transition. 
6.   
15. What are your experiences with transition to end of life care? 
16. Probe response: time for transition (reasons and conditions); planning for transition; 
emotional labour involved in transition and quality of dying 
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17. From your perspective, what make the transition to end of life care smooth and swift and 
what make it difficult? 
18. Probe response: making the diagnosis of dying; achieving consensus about the transition 
decision and in effective communication at different level. 
19. In what way are families helpful or not helpful in planning and achieving the transition to 
end of life care? 
20. Probe response: family member relationship; family expectation; religion; making the 
diagnosis of dying and effective end of life communication. 
 
7. Ending: 
8.  
21. We come to the end of the interview. Do you have any question, comment or suggestion 
about the study? 
22. Thank you very much for the time you have given. You have my contact details if you need 
to discuss or ask anything please feel free to do that. 
 
Table 3.3: Interview guide for head nurses 
1. How do you see the critical care environment as a place of death? 
2. Probe response: visiting hour and the ability of families to be with their loved one; 
professional emotional support provided to a family and staff and Unit design and if 
there is a special room for dying patients. 
3. What are the strategies that adopted in your unit to enhance the care of dying patients? 
4. Probe response: nurses education and family and patients education. 
5. About the idea of having some sort of an intervention or tool. What do you think 
might be worthwhile to have in order to improve the care of dying patients? 
Although the above interview guide were used while conducting the interviews with the critical 
care staff, I gave a space to the participants to share, discuss and comment on any topic that 
might be related to the study purpose.  I also used probes to elicit more details. 
One of the issues I encountered in my data collection was how to deal with my interview guide 
or where the position of the interviews guide should be during first interviews since this was 
the first experience for me with conducting qualitative interviews. For example, during my first 
interview I stuck too much to the guide. Rather than follow the participant while sharing his 
account, I was very busy in preparing for the next questions using the guide. At that time, once 
I finished the interview, initially I felt satisfied with what I did, but after transcribing the 
LQWHUYLHZ,UHDOLVHGWKDW,PLVVHGVRPXFKGHWDLOHGLQIRUPDWLRQIURPWKHSDUWLFLSDQW¶VDFFRXQW 
45 
 
3.9.5 Recruitment 
Qualitative data collection lasted for four months. The recruitment of the participants for the 
interviews was started while the survey was going on (during the distribution of the surveys 
and once the participants started to return the survey). Once the participants returned the survey 
documents and the data were analysed, other participants were recruited for the purpose of 
explaining the statistical results. There were two reasons to invite participants while survey 
was going on: 
1. The two methods are gathering different kinds of knowledge in which the survey helped in 
answering one of the research questions, while the other research questions were informed 
by the interviews. 
2. Rather than spending most of time waiting for survey results and after that compressing the 
interview phase within a short period of time, this approach saved time and offered enough 
time to conduct the interviews. 
With every returned questionnaire, I checked the willingness of the participant to take part in 
qualitative interview; the willing participants were added to a volunteer list designed by me for 
WKLVSXUSRVH7KHQWKHYROXQWHHU¶Veligibility to participate in the interview phase was assessed 
on the bases of their demographic information (Table 3.4). The eligible participants were 
contacted in their work shift and during distribution of the questionnaires (in the same visit) to 
arrange a suitable time and location for the interview. The location of the interviews was near 
the critical care units so that the staff were available for any help or any emergency events in 
the unit; this was likely to be more acceptable to female participants (as discussed in the ethical 
issues section later on). 
Once fifteen volunteers were recruited, I checked the achieved sample to make sure that there 
was spread across the five critical care units and that it included both nurses and physicians. 
The rest of the participants were selected purposively from among the other volunteer to 
balance the sample and according to the survey results. I contacted all other volunteers who do 
not fit with eligibility criteria telling them that they would not be interviewed giving them the 
reasons. At the end of the quantitative part, the total number of participants who volunteered 
to participate in the qualitative phase of this study was 40 participants (nurses and physicians). 
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Table 3.4: Eligibility criteria 
Eligibility criteria for nurse 
x Work as a nurse more than one year. 
x Working on critical care units for more than six month. 
x Providing direct care to critically ill patients. 
Eligibility criteria for physicians 
x Working as a full time doctor in the hospital.  
x Second year and senior physicians working in critical care units or the physicians who are 
caring/covering  
critical care units. 
x Providing direct care for critically ill patients. 
Eligibility criteria for head nurse 
x Working as a head nurse more than one year in the same critical care unit. 
 
3.9.5.1 Interviews with nurses 
3.9.5.1.1 Interviews with critical care nurses 
Fifteen nurses were interviewed from across the five units (Table 3.5). Of those nurses who 
were included: 7 were female; 8 were male; five were charge nurses (more than five years of 
experience in critical care units); 6 of these nurses were a 0DVWHU¶Vdegree holder and the rest 
were bachelor degree holders; five were senior nurses (more than three years of critical care 
units experience and less than five) and five were junior nurses (less than three years of critical 
care units experience). 
When I got the first five eligible volunteers, I examined the biographies of these volunteers and 
arranged for the first appointment for an interview with the nurse who had the longest 
experience in critical care units; this was to attain abroad and deep account about the end of 
life care and to guide other interviews. The appointment was changed three times because the 
participant was very busy and this was a common challenge I encountered. 
47 
 
Table 3.5: Characteristics of Nurses 
P# Participant 
Code 
Hospital Gender CCUs 
experience  
Education level Position 
CCU 
N1 CCN1.2.10 H1 Male 3.8  Master Senior Nurse 
N2 CCN1.2.9 H1 Male 5.0 Master Charge Nurse 
N3 CCN1.1.19 H1 Female 1.8 Master Junior Nurse 
N4 CCN1.2.20 H1 Female 2.9 Bachelor Junior Nurse 
N5 CCN1.1.2 H1 Female 5.0 Bachelor Charge Nurse 
N6 CCN1.1.7 H1 Male 3.9 Bachelor Senior Nurse 
N7 CCN1.1.9 H1 Male 3.4 Bachelor Senior Nurse 
N8 CCN2.2.2 H2 Male 15 Master Charge Nurse 
N9 CCN2.1.3 H2 Male 6.0 Bachelor Charge Nurse 
N10 CCN2.2.4 H2 Male 10.0 Bachelor Charge Nurse 
N11 CCN2.2.10 H2 Female  3.0 Bachelor Senior Nurse 
N12 CCN2.3.10 H2 Female  2.3 Master Junior Nurse 
N13 CCN2.5.13 H2 Female  2.5 Bachelor Junior Nurse 
N14 CCN1.2.8 H1 Male 4.0 Bachelor Senior Nurse 
N15 CCN1.1.8 H1 Female 2.9 Master Junior Nurse 
In the time of this meeting and the following interviews, I prepared my audio- tape recorder 
with extra batteries and my field note diary. Before starting the interviews, I went through the 
information sheet with the participants and responded to their questions. After that, if the 
participants were still interested in taking part in the study, their consent was gained. During 
the interviews all needs and requirements for the respondents involved were addressed and they 
were free to withdraw from the study at any time or to arrange another meeting at a more 
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convenient time. The interviews were conducted in Arabic, with technical terms in English. 
The consent and information forms were in English, as this is the professional language (A 
copy of consent form and information sheet are attached in appendix G and E). Additionally, 
most of the interviews were conducted in evening and night shifts. 
Just before conducting the next interviews, the previous interviews was translated to English 
and then sent to my supervisors gaining their perspectives. The supervisors provided me with 
comments and suggestions that help in conduction the next interviews. This was the way of 
recruitment for and conducting the entire qualitative interview 
Another issue I sometimes encountered was frequent interruption of the interviews. As feasible 
and available places were chosen to conduct the interviews, this issue was anticipated. For 
instanceWKHILUVWLQWHUYLHZZDVFRQGXFWHGLQWKHXQLW¶VVWRUHURRPLWZDVDVPDOOURRPEXWDW
that time it was the only place available (the interview conducted during the day shift). The 
interview was interrupted three times by other staff need some stuff from the room. In order to 
get the participant back again in the interview, I draw in my field note to tell the participant 
what he said and where we stop. This was a lesson I learned for next interviews where I tried 
to do the interviews in afternoon or night shift and avoid such places where interruption is 
anticipated as possible. 
3.9.5.1.2 Interviews with head nurses 
In this study, five heads nurses were included in this phase of the study (Table 3.6). 
Interviewing head nurses provides an opportunity to get a different sort of knowledge that 
connects to management level and revealed knowledge not mentioned by the medical team or 
hidden from view of nurses as most of times, the relationship between medical team and the 
head nurses is very strong. 
As mentioned earlier, the plan was to start with medical critical care staff interviews after 
FRPSOHWLQJ WKHQXUVHV¶ LQWHUYLHZV+RZHYHUEHFDXVHRI WKHFKDOOHQJHs mentioned below, I 
decided to carry on wiWKKHDGQXUVHVDQGOHDYHSK\VLFLDQV¶LQWHUYLHZs to the end hoping that 
the situation becomes better. When FRQGXFWLQJWKHVHFRQGVHWRIWKHQXUVHV¶LQWHUYLHZV WKH
heads nurse were contacted in person individually to arrange for interviews. The head nurses 
were unable to give exact appointments for interviews because of their job nature; the 
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agreement was to set a suitable time in principle and to contact them one day before the day of 
interview to verify their availability and confirm the time and place. 
Table 3.6: Head nurses¶ characteristics 
P# Participant 
Code 
Hospital Gender CCUs 
experience 
(Years) 
Education level Position 
CCU 
H1 HN1.1 H1 Female 13 Bachelor Head Nurse 
H2 HN1.2 H1 Female 10 Bachelor Head Nurse 
H3 HN2.1 H2 Female 13 Master Head Nurse 
H4 HN2.2 H2 Female 17 Bachelor Head Nurse 
H5 HN2.3 H2 Female 17 Bachelor Head Nurse 
3.9.5.2 Interviews with physicians  
The most challenging recruitment was for medical critical care staff. At the start, the 
recruitment was by contacting the volunteers, setting date, time and place for interview. Several 
times, the interviews were cancelled. After that, it was agreed to call the potential interviewee 
once s/he starts the work shift to determine if an interview could be made. After many 
unsuccessful appointments, five full interviews were conducted over three months. 
With interviewing medical critical care staff, I experienced an issue that to some extent has 
affected my data collection. One of the settings where the study was conducted is in a city has 
a shared border with Syria and secondary to the Syrian crisis many injured Syrian refugees 
were admitted there. This resulted in an exceptionally high workloads for physicians and after 
a while I realised it was going to be  difficult, if not  impossible to get another full interview 
with doctors having spent a long time getting the first five full interviews. 
At that time, when I realised that getting more interviews was going to be very difficult I 
contacted my supervisors. They gave me some different ways to think about this issue, either 
to spend some more time to get a few more interviews or if the interviews that were done are 
saying the same thing and there is no a lot to be gained by doing some more interviews, to draw 
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a line under those interviews. In addition, they suggested that I could supplement the interviews 
that I already had by talking more informally and briefly to some doctors to ensure a range of 
perspectives but not take too much of their time, given the problem with the refugee crisis. So, 
five additional brief interviews were conducted and focused on selective topics to check the 
saturation of the data. Within some of these brief interviews we discussed some cases present 
in the unit at the time of meeting. 
Most of these brief interviews were conducted at morning and afternoon work shifts and were 
with medical staff who had volunteered to participate. In order to conduct these interviews, I 
used to spent most of the time in the critical care units examining all the cases in the units to 
identify the dying ones with help from nurses; once a medical critical care staff approach the 
department and after finishing his or her work I contacted him or her asking for a brief and 
short interview rather than a long and detailed one. The participants were very cooperative and 
they apologised for the inability to make full interviews.  
In these interviews I used to either select topics to check the saturation of the data or to discuss 
some cases present in the unit I already identified. To identify the topics to be discussed in the 
EULHI LQWHUYLHZV , WUDQVFULEHGDOO WKHSK\VLFLDQV¶ IXOO LQWHUYLHZVZKLFK , DOUHDG\GLGEHIRUH
starting with theses brief interviews and selected topic where the saturation needed to be 
checked or detailed to be obtained. I focused most of my question on the topic of transition to 
end of life care including: WKHLPPLQHQFHRISDWLHQW¶VGHDWK; any treatments that were changed 
because the patient is dying; the obstacles they are encountered to provision of end of life care; 
how the transition could be eased and if they have any different transition experiences with 
other patients. The brief interviews lasted on average around 20 minutes. 
Finally, the physicians¶LQWHUYLHZV were across all critical care units. Of those physicians: six 
were male and four were female; four were from first setting and six from second setting; five 
were senior doctors (more than three years of experience as a professional doctor) and five 
were in their second year of experience as a doctor. Table 3.7 below presents the detailed 
information about the interviewed medical critical care staff.  
51 
 
Table 3.7: Doctors¶ characteristics 
P# Participant 
Code 
Hospital Gender CCUs 
experience 
(Years) 
Professional 
experience 
(Years) 
Position 
D1 MD1.3.38 H1 Female 1.3 2.3 Second year 
D2 MD2.4.17 H2 Male 2.0 3.5 Second year 
D3 MD1.3.33 H1 Male 2.2 4.2 Senior Doctor 
D4 MD1.3.16 H1 Female 2.5 4.4 Senior Doctor 
D5 MD2.4.1 H2 Male 2.5 4.6 Senior Doctor 
D6 MD2.4.6 H2 Male 1.3 2.1 Second year 
D7 MD1.3.11 H1 Male 2.3 3.8 Senior Doctor 
D8 MD2.4.9 H2 Female 1.5 2.4 Second year 
D9 MD1.3.8 H1 Female 2.5 3.8 Senior Doctor 
D10 MD2.4.12 H2 Male 1.6 2.8 Second year 
 
3.9.5.3 Power in qualitative research 
Power in terms of research is a dynamic, fluid and moving force (2¶%ULHQDQG0RXOHV). 
All qualitative paradigms and traditions with a considerable disparity between them 
(Mantzoukas, 2004) share a common epistemological principle of redistribution of power in 
which the researcher seeks to minimize the distance between the researcher and the participants 
(Creswell, 1998; Ebbs, 1996; Karnieli-Miller et al., 2009). Power in research has different 
aspects: power of knowledge, power of language and power of status (class, gender and 
ethnicity). The power moves between the researcher and the participants at different stage of 
the research process (Karnieli-Miller et al., 2009). 
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Both researcher and participants are major and complementary parts in qualitative research: 
the participants are the key provider of the data; story tellers who provide their experiences, 
feelings and beliefs for investigation and the researcher is the collector, analyser, writer and 
publisher of the participants' experiences, feelings and beliefs. Additionally, participants have 
diverse motivations to take part in study: they wish their voice to be heard or wish to gain some 
advantage (e.g. money or other profit) while the researcher seeks to fulfil his or her own 
motivations (earning an academic degree, publishing or receiving funding). Thus, there is an 
inherent complexity in power relations between participants and researcher which impacts on 
the quality of the qualitative research. Empowering participants may create a feeling of 
empathy that enables them to open up about the data they have but this might not allow the 
researcher to obtain the data they need. On the other hand, empowering the researchers may 
give them the chance to control over research and ask questions they want but this may create 
a negative perspective in participants and a sense of being controlled by others which affect 
the quality of data they give (Torres and Magolda, 2002).   
In qualitative interviews the aim of power distribution between interviewer and interviewees 
is to create a friendly and non-threatening context in which the interviewees are willing to open 
up about their experience, stories and beliefs (Taylor and Bogdan, 1998). In this study, 
interviewing participants in different levels with different positions, qualifications and titles 
including doctor, nurses and head nurses made the issue of power relations quite recognizable 
and made maintaining the power balance between me and the participants a challenging 
process. In the recruitment stage the control over the research was in my hand in which I 
decided how to introduce the study, what to tell about the study and explaining who I am. In 
this stage I was very careful about how to introduce myself and my affiliations to participants 
and how to response to the question of "Who are you" to gain maximum cooperation and 
minimize the distance (Christensen, 2004). With nurses I introduced myself as a critical care 
nurse doing a research about end of life care in critical care units. This was to make the 
participant feel more comfortable to accept to share their experiences openly supposing that I 
can understand their account due to my professional background.  
With head nurses, who had more power, I XVHG WRXVH WKHVWDWHPHQWRI³,ZDVRQHRI\RXU
critical care staff and I'm now doing a PhD research study about end of life care in critical care 
XQLWV´ frequently when introducing myself to the head nurses in order to balance power 
between us. With medical critical staff I disclosed my professional, academic and institutional 
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affiliations in order to encourage them to pay me attention and agree to take part in the study. 
I tried to empower participants by informing them that they had valuable experiences and 
important information to give; I also handed over to them the subject of the best arrangements 
for interviews.   
In the data collection stage, I tried to gain access to SDUWLFLSDQWV¶RZQH[SHULHQFHDQGDFFRXQWs 
by building rapport and trust with them)RULQVWDQFHIRUQXUVHV¶SDUWLFLSDQWV,RIWHQXVHGWR
VD\³,FRPSOHWHO\UHDOLVHZKDW\RX¶UHWDONLQJDERXWVLQFH,¶PDFULWLFDO-care-nurse and I have 
across some of these iVVXHV´.  
3.9.6 Data Analysis in mixed methods research 
Data analysis in mixed methods research consists of analysing the quantitative and qualitative 
data separately as well as analysing both sets of data using techniques that mix the quantitative 
and qualitative results (Creswell & Plano Clark, 2011). In this study, the data analysis was 
conducted in three phases: (1) the analysis of the quantitative data, (2) the analysis of the 
follow-up qualitative data and (3) in the interpretive phase in this design, integrative analysis 
was used to answer the research questions about whether and how the qualitative data help in 
explaining the quantitative results (Creswell and Plano Clark, 2011; Tashakkori and Teddlie, 
2003). In the section below the quantitative data analysis of this study was discussed and the 
qualitative data analysis is presented in the qualitative section. 
3.9.7 Quantitative data analysis 
This section sets out the statistical analysis carried out for all available quantitative data on the 
obstacles and supportive behaviours to providing end of life care to dying patients and their 
families, under headings such as: screening and cleaning the data: validity, reliability and factor 
analysis for the used questionnaire; the skewness and kurtosis of the data; descriptive and 
inferential statistical analysis were performed. 
3.9.7.1 Screening and cleaning the data 
6FUHHQLQJWKHGDWDIURPQXUVHV¶VKRZHGWKDW WKHGDWDZHUHZLWKLQWKUHHVWDQGDUGVGHYLDWLRQ
from the mean scores except for one participant. This participant was a man in his fifties 
ZRUNLQJDVDEHGVLGHVWDIIQXUVH+LV³\HDUVRIH[SHULHQFHDVDUHJLVWHUHGQXUVHV´³\HDUVRI
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H[SHULHQFHLQFULWLFDOFDUHXQLW´DQG³DJH´YDULDEOHVKDYHDPRUHWKDQWKUHHVWDQGDUGGHYLDWLRQ
from the variablH¶V GDWD PHDQ =  =  =  UHVSHFWLYHO\ 'LIIHUHQW
recommendations have been reported in the literature about the value of the Z score in order to 
consider a variable as an absolute outlier (Hoaglin and Iglewicz, 1987). In this study, any 
variable data have a Z score of above 3.29 or below -3.29 was considered as an absolute outlier. 
6RWKHSDUWLFLSDQW¶VYDOXHVRIWKHYDULDEOHVPHQWLRQHGDERYHwere considered as an outlier in 
the subsequent quantitative data analysis by considering them as missing values. 
The literature has suggested three different ways to deal with outliers (Hoaglin and Iglewicz, 
1987). Firstly, the Winsor-zings way in which the researcher replaces the outlier value with the 
mean of the other values. Secondly, the trimming way in which the researcher removes the 
entire data of the participant who has outlier values from the database. Thirdly, consider the 
outlier values as a missing data so they will not be included in any of statistical analysis. 
Although the literature has reported if the trimming way of dealing with outlier values is done 
for less than five percent of the data, it will not affect the hypothesis, this way was not adopted 
for two reasons: Firstly, these values are for demographic data and will not affect the main part 
of the quantitative data analysis in this study which is looking for the intensity and frequency 
of occurrence of (1) obstacles to provide end of life care in critical care units and (2) supportive 
behaviours that help in providing end of life care. Secondly, adding the perception of this 
participant might be important to represent the data especially that he has an extensive 
experience as a nurse.  
In this study, and in order to clean the data, the absolute outlier values of the variables are 
considered as missing values. So, the number of values for these variables is seventy five 
instead of being seventy six. After screening the medical critical care staff GDWDDOOYDULDEOHV¶
values were within 3.29 and -3.29 (-3.29<Z<3.29) standard deviation from the mean. So no 
value was recognized as an outlier. 
3.9.7.2 Reliability and factor analysis 
The reliability of the research instrument refers to the issue of getting the same results using 
the same instrument when it is used each time with the same person and in the same setting. 
The two types of reliability were commonly used is the internal consistency reliability and the 
split half reliability. In this study, the internal consistency estimate of reliability was used. The 
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internal consistency for the intensity and frequency scores of both obstacles and supportive 
behaviours to provide end of life care were computed.  
For QXUVHV GDWD WKH UHOLDELOLW\ IRU WKH WZHQW\ QLQH REVWDFOHV LQWHQVLW\ LWHPV¶ VFRUHV WKH
&URQEDFK¶V$OSKDZDVFRPSXWHGWRZKLFKFODVVLILHGDVDJRRGUHOLDELOLW\LWHPV (George 
and Mallery, 2012)7KHUHOLDELOLW\RIWKHWZHQW\QLQHREVWDFOHLWHPV¶IUHTXHQF\VFRUHVZDV
DFFHSWDEOHDOPRVWJRRGZLWK&URQEDFK¶V$OSKDZDVFRPSXWHGWREH(George and Mallery, 
2012). In addition, the internal consistency estimate of reliability for the supportive behaviour 
LWHPV¶VFRUHVZDVDOVRFRPSXWHG7KHUHOLDELOLW\IRUWKHWZHQW\IRXUVXSSRUWLYHbehaviour items 
ZDV JRRG DOPRVW H[FHOOHQW ZLWK &URQEDFK¶V $OSKD RI  IRU LQWHQsity scores and .86 for 
frequency scores (George and Mallery, 2012). 
For the respondent medical critical care staff, the reliability of the obstacles intensity and 
frequency scores were computed using internal consistency estimate of reliability. For the 
WZHQW\ QLQH LQWHQVLW\ VFRUHV WKH &URQEDFK¶V $OSKD ZDV 0.81 which classified as a good 
reliability items (George and Mallery, 2012). For the twenty nine frequency scores, the 
UHOLDELOLW\RIWKHLWHPVZHUHSRRU&URQEDFK¶V$OSKDZDV 
The principle component analysis was run for the revised questionnaire to determine whether 
the questionnaire was still a reliable tool after a revision was made. The analysis indicated that 
the measure of end of life care was multidimensional. The items rotated into seven clearly 
defined factors that demonstrate that the questionnaire is still a reliable tool for use in 
measuring the perceptions and the experiences of critical care staff of obstacles and supportive 
behaviours to providing end of life FDUHWRG\LQJSDWLHQWVDQGWKHLUIDPLOLHV7KHTXHVWLRQQDLUH¶V
reliability results and factor analysis suggest that the questionnaire used still works in the way 
that it did previously even it was adapted.   
3.9.7.3 Kurtosis and skewness of the data 
The skewness of the data refers to the shape of the data distribution and shows whether the 
distribution of the data is left skewed (more negative value for skewness) or right Skewed 
(more positive value for skewness). In the other hand, the kurtosis of the data refers to how flat 
or peaked the distribution is. The literature has suggested that any value for kurtosis and 
skewness between -1 and 1 is excellent (George and Mallery, 2012). The kurtosis and skewness 
56 
 
were calculated for critical care staff data and showed that there was neither skewness nor 
kurtosis issues. 
Another criterion or rule to analyze the normality of the data distribution has been mentioned 
in the literature is to multiply the value of the standard error of skewness or kurtosis by three 
and if the absolute value of the skewness or kurtosis is less than the value of skewness or 
kurtosis, they will be considered as an acceptable value (George and Mallery, 2012). In this 
study, according to this rule all values of skewness and kurtosis for the scaled variables for the 
respondent critical care staff were acceptable. 
3.9.7.4 Descriptive and inferential statistical analysis 
In this study, quantitative data analysis focused on identifying the obstacles and supportive 
behaviours with the highest intensity and frequency perceived by critical care staff to providing 
end of life care to dying patients and their families and how these results relate to the their 
demographic data. 
The data were entered for all returned questionnaires and analysed using 19.0 Statistical 
Package for Social Science software (SPSS Inc., Chicago, IL). A general description of 
UHVSRQGHQWV¶ characteristics including frequency, mean, standard deviation and range were 
calculated. In addition, frequencies, measures of central tendency and dispersion were 
computed for all obstacles and helpful behaviours items. Items then were ranked on the basis 
of their mean scores to determine which items were perceived as the biggest obstacles or 
helpful behaviours and which ones were reported to occur most often. After that, a perceived 
intensity score for the obstacles and helpful behaviours items were calculated to determine 
which items are  perceived as having both the most intensity and the most frequent occurrence 
(Sawatzky, 1996). Finally, the obstacle and helpful items intensity scores were ranked from 
highest score to lowest score.  
Moreover, independent sample t test was used to test the hypothesis which states that there is 
no significant difference between and among critical care staff perceptions and experiences of 
obstacles to providing end of life care (George and Mallery, 2012; Agresti and Finlay, 2009). 
In this study, this test was used specifically to address such questions: is there any significant 
difference between nursing and medical critical care staff perceptions toward the obstacles to 
providing end of life care. The result of the t test is indicated as statistically significant if the 
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VLJQLILFDQWOHYHOLVHTXDORUOHVVWKDQ,ILWLVRQHFRQFOXGHVWKDWWKHWZR set of mean 
scores are statistically significant. 
3.9.8 Qualitative data analysis  
This study used insights from grounded theory to approach qualitative data analysis, applying 
it as a set of flexible guidelines to enable a systematic method. Grounded theory is a qualitative 
research method that was originally developed by Glaser and Strauss in the 1960s (Glaser and 
Strauss, 1967). The intended purpose of grounded theory is to develop theory about phenomena 
of interest. Strauss introduced this approach as a form of qualitative data analysis after 
publishing the book: Qualitative Analysis for Social Scientists (1987). In this study, the data 
analysis process conformed to the set of flexible principles and practices described by Charmaz 
(2006). The following steps was adopted: 
1. Constructing initial codes using line-by-line coding to identifying anchors that allow 
the key points of the data to be gathered. 
2. Grouping the data by collecting codes of similar content. 
3. Constructing sub-theme and themes. 
Analysis started with the very first line of the very first interview. I started constructing the 
codes by attaching labels to segments of data that depicted what each was about (Charmaz, 
2006). This step was repeated until all interview transcripts were coded. During this process, I 
used what has been described as the constant comparison method involving comparing codes 
and grouping codes of similar content (Glaser and Strauss, 1967). Over time, distinct sub-
themes were identified and then named. The above mentioned steps were repeated, with the 
introduction gradually of theorizing which involved thinking about how each sub-theme related 
to a more inclusive theme or construct. For example, appendix K describes the process 
undertaken to develop the theme and sub-WKHPHVµVWDII-IDPLOLHVWUXVWUHODWLRQVKLS¶ 
In the qualitative phase of this study, data collection and analysis were conducted concurrently 
with myself generating an emerging understanding about the research questions which then 
inform the sampling process and the question being asked. Data collection and data analysis 
process then continued until no more new information emerge (Silverman, 2004). Finally, the 
data were transcribed for thematic analysis and reflective notes were made after the interview.     
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One of the advantages of using in-depth interview is that dialogue between the interviewer and 
interviewee can be recorded so accurate and comprehensive data management is enhanced. In 
this study, the interviews were digitally recorded with the permission of the interviewee, so 
that the interview data would be more accurate than note taking and allow for further revision 
(Opdenakker, 2006). However, note taking during the interviews is very important even the 
interview is totally recorded, because it helps in checking to see if all areas of questioning have 
been addressed and helps in the case of recorder or interviewer malfunction. It was planned 
that if the participant refuses to record his or her voice the interview data will based on note 
taking. However, I did not encounter this issue. 
 Audio-recording is the most common way to record interviews beside video-recording and 
note taking (Owen, 2001). Several issues with using tape-recording were considered. For 
example, tape-recorded data can be perceived as dangerous or risky by interviewees so they 
were assured that the recordable material would be carefully managed and destroyed after the 
transcription or when the data analysis completed. 
During analysis the data were transcribed verbatim. Transcribing tape-recorded interview into 
text gives rise to some issues that can interfere with the accuracy of the data. Transcribers often 
have difficulties in capturing the interview dialogue because of sentence structure and 
mishearing  words; sometimes they have to make judgments in transcription which may lead 
to a change in meaning and affect the overall accuracy of data (Meadows and Dodendorf, 
1999). Seale (1999) pointed that listening to the audio-tape while reading the transcript and 
checking notes taken during the interview may help the researcher to check accuracy during 
interpretation.  
The analysis was conducted in Arabic language for several reasons. First, conducting data 
analysis in the original language in which it was collected helped in grasping the context of 
data collection (Temple et al., 2006). Second, allowing me to catch the nonverbal responses or 
slang expressions and words helped to ensure comprehensiveness and encouraged a more 
reflexive analysis. Third, avoiding the methodological issues accompanied the translation 
including the translators and researcher power and role issues (Berman and Tyyskä, 2011). 
However, in order to enhance the confirmability of the findings a professional translator was 
used to translate a number of interviews from Arabic to English to be checked by my 
supervisors and the translation was reviewed by me and another health care professional 
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3.9.9 Rigour and trustworthiness: qualitative perspectives  
The soundness or quality of any research study regardless of the approach adopted is always 
critically assessed by others including readers, decision makers, peer and grant reviewers. The 
evaluator of the scientific soundness of quantitative research adopts reliability, validity and 
generalizability as essential markers (Agresti and Finlay, 2009). Even though these concepts 
to some degree correspond with factors in qualitative research evaluation, different terms, 
notions and principles are considered to fit with the qualitative, naturalistic and pluralistic 
endeavour. Additionally, even though there are some basic principles in evaluating the 
qualitative work, not all qualitative approaches should be evaluated with the same strategies 
(Lincoln, 1985; Krefting, 1991).   
Rigour is many things. It is dissatisfaction with uncertainty, with erroneous answers, and with 
imprecise measurements. Rigour in research inquiry implies a structured and controlled way 
of planning, developing, analysing and evaluating our research and a special care in 
presentation of the result in order to establishes the authenticity of the research process 
regardless of the research method applied (Aroni et al., 1999). Rigour is indispensable principle 
in research endeavour, because without rigour the worth or sound of the research is in danger 
(Morse et al., 2002). In the scientific process of qualitative research, using rigorous methods 
was identified as a mean to ensure that the findings represent the reality by evaluating their 
truth and consistency (Slevin and Sines, 2000). With complex debate in the literature about 
whether the rigour fit with the qualitative research or not, the idea of trustworthiness as an 
application of rigour throughout research study introduced by Guba and Lincoln (1985) as a 
new way to apply the essential markers of reliability, validity and generalizability out of the 
rationalistic quantitative paradigm to naturalistic one. Trust worthiness of the qualitative 
research methods refers to judging the extent to which the information acquired from these 
methods is true, real and genuine picture for personal perspectives, views or lived experiences 
of participants about a phenomenon under search (Mays and Pope, 2000; Lincoln, 1985; Guba, 
1981). The importance of learning of  how to ensure the rigour, thus the quality, of qualitative 
research in order to its relevance to inform the day to day practice has been well-known in the 
literature (Carpenter and Suto, 2008; Hammell and Carpenter, 2004).  
In order to ensure the trustworthiness of the qualitative research, several frameworks about 
how qualitative research might be evaluated are reported in the literature (Fitzpatrick and 
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Boulton, 1994; Secker et al., 1995; Blaxter, 1996).  In this study, Guba (1981) and Lincoln 
(1985) framework was used to evaluate the qualitative approach. Under this framework, four 
criteria should be considered in evaluating the trustworthiness: credibility, dependability, 
transferability and confirmability (Guba, 1981; Lincoln, 1985).  
3.9.9.1 Credibility 
Credibility of the qualitative research refers to the degree to which the research findings are 
present a real RUµWUXH¶picture of informants' accounts. Different strategies have been reported 
to enhance the credibility of the qualitative research findings (Krefting, 1991; Guba, 1981; 
Lincoln, 1985). Of these, the strategies used in this study included: triangulation, member 
checking, prolonged engagement, interview technique and reflexivity. In triangulation the 
findings were compared between two different data collection methods (interview and survey) 
or between different data sources (Curtin and Fossey, 2007). In this study different data sources 
were used to enhance the credibility of the qualitative findings. The data were collected from 
more than one level of person including critical care nurses, physicians and heads nurses 
(person triangulation); The data were also collected from two different setting (space 
triangulation). In this study, two different methods were used to complement and confirm each 
other and compensate the weakness of each other. The triangulation approach has been seen as 
a way of ensuring the comprehensiveness of the data and promotes the reflexivity of the data 
analysis (Curtin and Fossey, 2007; Farmer et al., 2006; Mays and Pope, 2000). 
Respondent validation or member checking is a technique used to enhance the accuracy and 
credibility of a study. In member checking, the researcher shares all of the findings with the 
participants involved the study participants in order to check the authenticity of the work; the 
participants either affirm that a study result reflect their views, feelings, and experiences or not 
(Lincoln, 1985; Shenton, 2004; Silverman, 2006). This serves to decrease the incidence of 
incorrect data and the incorrect interpretation of data. In this study, I did not have the 
opportunity to involve the participants in the data analysis. However, in this study the member 
checking technique was used during the data collection. Once I finished one question or topic 
and just before moving to the next one, I summarised the main points or ideas and then asked 
for participants' verification and for any further comments they wished to add.  
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Reflexivity refers to being sensitive toward how the researcher¶V role, assumptions and 
personal and intellectual characteristics shape the findings (Finlay, 1998). Importantly, 
Guillemin and Gillam (2004) reported that the reflexivity does not have a specific time in the 
research process, but it is in itself a process take place through research. In this study, in the 
interviews I identified my role as data collector of others¶ accounts and presenting realities 
reported by study participants setting aside my professional and clinical experiences as critical 
care nurse and the assumptions I might have about the topic of the study. However, I sometimes 
referred to my experiences and assumptions to assure the comprehensiveness of data collection 
and to assure a more reflexive analysis of the data. In addition, I tried to minimize the effect of 
my personal characteristics on data collection by redistribution of power between him and the 
participants as mention in power relation section (Section 3.9.5.3 above). This was an 
opportunity to enrich the qualitative interviews findings. My details were provided in first 
chapter of this study, including personal, professional, clinical and educational back ground 
and my interest in the study topic. In addition, with the discussion and dialogues between me 
and my supervisors about the way of data analysis, I found an opportunity to share my points, 
assumptions and experience. 
Another way to enhance the credibility in this study was by prolonged engagement in the 
critical care units while conducting data collection. This helped in building rapport with the 
participants and helped to ensure voluntary participation 
3.9.9.2 Dependability 
Dependability corresponds to reliability criterion in quantitative research evaluation. In the 
literature, it is reported that meeting this marker is difficult in qualitative research (Shenton, 
2004). It involves  providing the reader with a clear and full account about how the data were 
collected (including setting, participants, intensions, process and interactions) and analysed 
(including steps, interpretations, validation and data presenting) in order to allow them to 
evaluate whether data are supported by the mechanisms of its collection and analyses. In this 
study, I have tried to provide  a clear  and detailed account about the methods used in the data 
collection including access, recruitment, interview conduction and ethical and methodological 
issues (Higgs, 2001: citen in Byrne-Armstrong et al., 2001; Curtin and Fossey, 2007). In 
addition, a clear exposition of the method of data analysis has been provided. Moreover, 
limitations are acknowledged (See chapter 7).  
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3.9.9.3 Transferability 
Transferability refers to the extent to which the findings of the qualitative research can be 
applied to other settings other than the one where they are produced. In this study, in order to 
enhance the transferability of the qualitative findings full details about the qualitative inquiry 
were provided to the readers that allow them to compare between methods, principles and 
findings (Mays and Pope, 2000). 7KHVHGHWDLOV LQFOXGH WKH LQIRUPDQWV¶GHWDLOV WKHUHVHDUFK
context and setting where the study was conducted.  
3.9.9.4 Confirmability 
Conformability refers to the neutrality of the qualitative research findings and whether they  
represent  a balance of perspectives, views and  experiences among the participants  (Lincoln, 
1985). In this study, my supervisors examined the process and the production of data analysis 
step by step. This was to verify that the finding explanation, recommendation and conclusion 
are supported by the data and not the result of my biases or assumptions. 
 Ethical considerations 
Studying highly sensitive issues such as end of life care is fraught with several ethical issues 
that should be taken in consideration in order to attain the benefits of the research while 
maintaining participant wellbeing and preserve their rights (Seymour and Skilbeck, 2002). 
3.10.1  Ethical principles of participation 
Freedom of participation 
In order to avoid the feeling among the potential participants that the participation is 
mandatory, the prospective participants for both quantitative and qualitative phases were 
invited by invitation letter included in the envelope along with all other document that discuss 
the research objectives and benefits within their hospital. After that, the participants decided 
whether to participate or not. Then, the participants who were willing to participate returned 
the completed survey and indicated whether they were willing to participate in the qualitative 
part. The consent form was filled as needed and a proper time and location for the study 
interview were defined. However, one female nurse in the second hospital refused even to take 
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the envelope containing the survey and letter saying that she has own reasons not to enrol in 
any research project. Her stance was respected and gave me a valuable lesson to be considered 
while contacting other staff, namely asking if they were happy to be contacted to talk about the 
study and if they are willing to take the envelope or not.  
In long interviews, the participant was always asked if s/he feel happy to continue with the 
interview or not. )LQDOO\DSDUWLFLSDQW¶VSHUPLVVLRQwas taken toward using a digital voice 
recorder to record the interview conversations and a notes were planned to be taken if the 
participant refuses using the audiotape. For example, D7, a female doctor, sought more 
LQIRUPDWLRQDERXWWKHGLJLWDOUHFRUGHUE\VD\LQJ³FRXOG\RXSOHDVHWHOOPHZKRZLOOOLVWHQWR
WKH WDSH DQG LQ ZKDW IRUP \RX ZLOO XVHG WKH UHFRUGHG LQIRUPDWLRQ´ KHU TXHVWLRQV ZHUH
answered and clarified.    
Right for information    
There is a consensus that participants have a right to be adequately informed about the study 
including the objectives, the benefits and the methodology (Seymour and Skilbeck, 2002). 
Individualised and group meetings with the potential participants were conducted in which 
written and verbal information were given. Written information was given in the form of 
information sheet. The sheet explained the benefits and general information about the study 
and a verbal interpretation was provided if necessary. These strategies enabled the potential 
participants to be fully informed about the study. Finally, some participants expressed 
preferences to have the results of the study. A summary of the available results, especially after 
doing a preliminary analysis for the quantitative data, was provided.  
3.10.2  Principle of respect for human dignity 
Informed consent 
 The study participants provided written or verbal consent to participation, recording of 
the interviews and the publishing of findings. 
 The consent was in English language and has not been translated as this is the 
professional language. 
 The participants were informed that they have the right to withdraw their consent at any 
time without giving a reason. 
64 
 
 Privacy was maintained by conducting the interviews in a place chosen based on 
common agreement with the participants and available places. 
Signing informed consent was applied in the second hospital only. In the first hospital I was 
requested not to do that in the ethical approval, so verbal consent was gained 
Data confidentiality 
Some participants were worried about the confidentiality of their accounts. They saw that their 
information could be harmful for them and to their relationship with other staff. Thus, during 
the study, the participants were assured that their confidentiality of will be preserved including 
the audiotapes, transcripts and the personal data by a set of strategies: 
 The personal data were stored on a separate sheets accessible by me only. 
 The audiotapes and the transcripts were stored securely and accessible only by me and 
my supervisors. The data were stored in a password protected university computer and 
the hard copy was stored in a locked filling cabinet. 
 After the study completion, all information will be moved in to the university archives 
storage. 
 Any use of the study data in any conferences, presentations or publications will be 
anonymised to protect the participant confidentiality. 
3.10.3  Ethical approval 
The study proposal was ethically reviewed by the Medical School Ethics Committee in the 
University of Nottingham. Formal ethical approval to conduct this research study in the critical 
care units of the two hospitals was obtained from the Ethics Committees of the two hospitals. 
In addition, I also contacted each of the critical care unit managers, and they issued me with a 
brief letter of approval to conduct my research study. A copy of ethical approval letters are 
attached in the appendix C. 
3.10.4  Potential ethical issues for this study 
Table 3.8 below shows some ethical issues were encountered that are very particular to this 
study and the strategies adopted to deal with them. 
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Table 3.8: Potential ethical issues in this study and planned strategies 
Ethical issues encountered Strategies adopted 
9. Some participants asked whether 
his/her name will be adding in the 
final study results. 
I provided enough information to participants about 
the research process and that the anonymity of the 
participants should be reserved. 
In Islamic culture, some female 
staff may feel uncomfortable to be 
in a separate and closed venue with 
the researcher. 
The interviews were conducted in a quiet place so 
there is no interruption for the audio-recording and 
they were near to the participant's unit and the door 
kept open. 
One a female doctor participant 
preferred to conduct a joint 
interview with her doctor friend. 
Ethically it was responsible to act as they wish. So 
joint interview was allowed. Joint interview was 
done and impacted positively on the interviews data 
because her friend was a senior resident doctor 
working in critical care unit as well. 
Some participants asked what other 
staff said about them. 
To keep the anonymity of the participants and the 
hospital as well, general and neutral picture about 
the results of both hospitals were provided to the 
participants and they were informed that these 
results are not just for your hospital. 
Sometimes, volunteered 
participants may initially agree to 
participate but may later decline (a 
matter of time). 
Keeping in contact with the participants; built a 
rapport relationship with the participants in 
recruitment phase and work within a pre-scheduled 
plane with participants.   
Some participants may share 
negative impressions about other 
staff during the interviews and 
may mention their names. 
Enough information about the endeavour of the 
study and the anonymity of the participants was 
provided before the interviews. Any name 
mentioned by the interviewee during the interviews 
was deleted during the transcription.  
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 Conclusion 
This chapter has provided the methodological plan that was applied in this study and discusses 
issues and challenges encountered in its implementation. This study adopted an explanatory 
mixed methods research design in two phases: a preliminary quantitative survey and a 
subsequent and complementary qualitative interview phase. The first phase employed the 
³National Survey of Critical-Care Nurses' Perceptions of End-of-Life &DUH´ (adapted with 
permission) to elicit the views of critical care staff (N=104) about the possible obstacles and 
helps to providing end of life care for critically ill patients and their families.  
In the second phase, complementary qualitative interviews were conducted with staff (15 
nurses; 10 junior doctors; 5 head nurses) to gain insight into how the issues reported in the 
survey were experienced, to allow identification of otherwise unknown factors and enable 
exploration some cultural meanings which were very particular to Jordanian context. The study 
took place in two University hospitals in two cities. The next chapter presents the results from 
WKH ILUVW SKDVH RI WKH VWXG\ XVLQJ WKH DGDSWHG ³National Survey of Critical-Care Nurses' 
Perceptions of End-of-Life &DUH´ 7KH WZR IROORZLQJ chapters report the finding of the 
interviews with the critical care staff. 
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Chapter4:  WĞƌĐĞŝǀĞĚKďƐƚĂĐůĞƐĂŶĚ^ƵƉƉŽƌƚŝǀĞ
ĞŚĂǀŝŽƵƌƐƚŽWƌŽǀŝĚŝŶŐŶĚŽĨ>ŝĨĞĂƌĞ P^ƵƌǀĞǇƌĞƐƵůƚƐ 
 Introduction  
7KLVFKDSWHUUHSRUWVWKHUHVXOWVIURPWKHILUVWSKDVHRIWKHVWXG\XVLQJWKHDGDSWHG³National 
Survey of Critical-Care Nurses' Perceptions of End-of-Life &DUH´ 7KH SDUWLFLSDQWV ZHUH
medical and nursing critical care staff working in the critical care units and providing direct 
care to dying patients. The survey was used in order to gather some data related to a range of 
perceived issues among doctors and nurses and to be able to compare those result to the 
international literature. It was also used to inform the qualitative aspect of the study. 
8VLQJWKHDGDSWHGTXHVWLRQQDLUHWRHOLFLWERWKGRFWRUV¶DQGQXUVHV¶SHUFHSWLRQVWKHUHVXOWVVKRZ
important similarities and differences in staff perceptions toward obstacles to provide end of 
life care. The findings also outline the importance of supportive behaviours to provid end of 
life care as perceived by critical care nurses. 
This chapter starts by describing the social, professional and clinical demographic 
characteristics of the respondent participants. Then, the obstacles to providing end of life care 
to dying patients and their families perceived and rated by the medical and nursing staff 
respectively are reported. After that, the rated supportive behaviours as perceived by nurses are 
also presented. Finally, the similarities and the differences between nursing and medical staff 
perceptions are outlined and discussed. 
 Demographic characteristics of the respondents 
From one hundred and fifty two critical care staff (doctors and nurses) who were working in 
the current study setting, one hundred and forty three critical care staff were invited to fill in a 
survey. In this sample the nurse participants were 110 and the doctor participants were 33. The 
critical care staff who could not be contacted were nursing staff and included: three nurses who 
did not provide direct patient care; three nurses on maternity leave; two nurses on annual leave 
before leaving employment. In addition, one nurse refused to take part in the study.  
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Figure 4.1 below shows a flowchart for recruitment of critical care staff. 
 
Figure 4.1: Recruitment flowchart for critical care staff 
The overall response rate was 72.7%. There was an 84.5% (N=28) returned data for medical 
staff and 69.1% (N=76) for nursing critical care staff. All returned questionnaires were included 
in the analysis.  Table 4.1 below reports the demographic characteristics of the respondent 
participants. 
152 critical care staff 
143 staff 
invited
33 
physicians
110 nurses
9 staff not participating
five nurses in 
maternity and 
annual leave
Three not 
bedside 
nurses
one nurse 
refused to 
participate
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Table 4.1: The complete demographic characteristics 
Social, Professional and Clinical  
Characteristic 
Nursing  Staff   Medical Staff 
Gender, Number. (%)     
Male 38 (50)   18 (64.3) 
Female 38 (50)   10 (35.7) 
     
    
    
Scaled variables Mean SD Range  Mean SD Range 
         
Age, Years 26.4 (2.9) (23ʹ 38)  27.25 (0.96) (26 ʹ 30) 
Years as registered nurse or doctor  4.1 (2.4) (1 - 11.9)  3.14 (1.06) (1.6 - 4.6) 
Years in  critical  care units 3.4 (2.0) (0.1 ʹ10)  1.39 (0.81) (0.1 ʹ 3) 
Hours worked per week 45. (3.8) (40 ʹ 48)  62.78 (14.65) (36 ʹ 90) 
Number of bed in unit 9.2 (3.2) (5 ʹ 13)   - - - 
   
Dying patieŶƚƐĐĂƌĞĚĨŽƌŽǀĞƌƚŚĞƉĂƌƚŝĐŝƉĂŶƚ ?ƐĐĂƌĞĞƌ ? ?й ?   
>30 42.1   39.3 
21-30 10.5   10.7 
11-20 25.0   17.9 
5-10 11.8   21.4 
ч ? 9.2   10.7 
Other 1.3   0.0 
   
Highest Degree, (%)   
ĂĐŚĞůŽƌ ?ƐĚĞŐƌĞĞ 85.5  - 
Master degree 14.5   
   
Working area, (%)   
ICUs 35.5   3.6 
CCUs 35.5   10.7 
Combined ICUs/CCUs 7.9   78.6 
MICUs 15.8   7.1 
SICUs 2.6   0 
Other 2.6   0 
   
Position, (%)   
Direct Care/ Bedside Staff 39.5   - 
Charge Nurse/ Staff Nurse 60.5   - 
Senior doctor -   53.6 
Second year doctor -   46.4 
   
Abbreviations: CCUs, Coronary Care Units; MICUS, Medical Intensive Care Units; SICUs, Surgical 
Intensive Care Units 
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4.2.1 Nurses ? demographic characteristics. 
The nurses respondents were 23 to 38 years old (M=26.49 years, SD= 2.9), had been registered 
as a nurse for a mean of 4.17 years (SD=2.4) and ranged from 1 year to 11.9 years. Of those 
respondents, 50% were male and 50% female. The respondents had worked in critical care 
units for a mean of 3.47 years (SD= 2.05) with a range from 1 month to 10 years. The range 
for the number of hours worked per week for the nurses was between 40 to 48 hours with a 
PHDQRIKRXUV6' 7KHQXPEHURIXQLWV¶EHGUDQJHGIURPWREHGV0  
)URPWKHUHVSRQGHQWQXUVHVZHUHKROGLQJDEDFKHORU¶VGHJUHH (n=65) and 14.5% (n=11) 
RIWKHPKHOGDPDVWHU¶VGHJUHHOHYHORIHGXFDWLRQ,QWHUPVRIWKHW\SHRIFULWLFDOFDUHXQLWV
ZKHUHWKHQXUVHV¶SDUWLFLSDQWSULPDULO\HPSOR\HGQ RIWKHUHVSRQGHQWQXUVHVZHUH
working in intensive care units and the same percent were working on coronary care units; 
7.9% working in combined intensive care units and Coronary care units; 15.8% working in 
medical intensive care units; 2.6% working in surgical intensive care units, and 2.6% working 
in other critical care units. The nurses sample were employed as a bedside staff nurse 39.5% 
(n=30) or a charge bedside nurse 60.5% (n=46). 
4.2.2 Doctors ? demographic characteristics 
In this study, 84.5% (n=28) of the medical critical care staff returned the questionnaire. Of 
those respondents, 64.3% (n=18) were male and 35.7% (n=10) were female. The age of the 
respondent doctors ranged from 26 to 30 years (M= 27.25 years, SD= 0.967). The respondent 
participants average years of experience as a doctor was 3.14 years (SD= 1.06) and they had 
worked in intensive care units for 1.39 years (SD=.81) on average. Most of the doctors (78.6%) 
were working in both intensive care units and coronary care units; 7.1% (n=2) working in 
medical intensive care units and 3.6% (n=1) working in intensive care units only.  
The respondents worked on average 62.78 hours (SD=14.65) weekly with a range between 36 
to 90 hours. From the respondent doctors 39.3% (n=11) had provided end of life care for more 
than thirty patients; 10.7% (n=3) provide that care for number of patients between 21 to 30 
patients; 17.9% (n=5) between 11 and 20; 21.4% between 5 and 10, and 10.7% (n=3) of the 
doctors sample have provided end of life care for less than five patients over their career. 
According to the system in both hospitals in which the study was conducted, the resident 
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doctors who cover the intensive care units or other critical care units should be at least a second 
year doctors. So, the sample doctors were second year doctors 46.4% (n=13) or senior (more 
than three years of experience as a professional doctors) doctors 53.6% (n=15). 
 EƵƌƐĞƐ ? perceptions of obstacles 
This section discusses the perception of critical care nurses toward the intensity and the 
frequency of obstacles to providing end of life care to dying patients and their families. It also 
presents the perceived intensity scores which refer to the obstacles that were perceived both to 
be the highest intensity and most commonly encountered by the respondent nursing staff. 
Additional obstacles reported by critical care nurses are then presented. The perception of 
medical critical care staff are presented under the next section. 
4.3.1 Obstacles intensity, occurrence and perceived intensity score 
Highest Intensity Obstacles: Using a Likert scale from 0 (not an obstacle) to 5 (extremely large 
obstacle) the mean intensity scores for the obstacle items as perceived by nursing critical care 
staff was calculated. The mean scores ranged from 4.12 to 2.93. Table 4.2 below presents the 
top ten obstacle items along with their intensity mean scores. The items in the table were in 
descending according to the values of mean of intensity. In this chapter only the top ten 
obstacles and supportive behaviours items in terms of intensity and frequency are reported; the 
detail is reported in appendix J. 
The two largest perceived obstacles to providing end of life care were having family members 
WKDWGRQ¶WXQGHUVWDQGZKDW³OLIH-VDYLQJPHDVXUHV´UHDOO\PHDQ, i.e., that multiple needle sticks 
cause pain and bruising, that an endotracheal WXEHZRQ¶t allow the patient to talk etc. (M= 4.12) 
and the poor design of critical care units which do not allow for privacy of dying patients or 
grieving family members (M= 3.89).  
Examining the items perceived to be the most intense obstacles to providing end of life care, 
WKHFULWLFDOFDUHQXUVHVLQWKLVVXUYH\WDONHGDERXWFULWLFDOFDUHFOLQLFLDQV¶VWDQFHVbehaviours 
and characteristic obstacles. Four out of the top ten obstacles involved issues with critical care 
clinicians. These obstacles take place when the clinicians focus on activities that are trying to 
VDYHWKHSDWLHQWV¶OLIHDQGGLGQ¶Whave enough time to provide quality end of life care (M= 3.86); 
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when they lack proper education and training regarding family grieving and quality end of life 
care (M= 3.84); when they are evasive and avoiding conversation with family members (M= 
3.71); and when multiple clinicians are involved or providing care to one patient and differ in 
opinion about the direction of care (M= 3.59). 
Table 4.2: The mean scores for obstacle intensity reported by nurses 
Obstacles 
Intensity 
mean 
)DPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶WDOORZWKHSDtient to talk etc. 
4.12 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
3.89 
Not enough time to provide quality end-of-life care because the clinicians focus 
is on DFWLYLWLHVWKDWDUHWU\LQJWRVDYHWKHSDWLHQW¶VOLIH 
3.86 
/DFNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\
end-of-life care. 
3.84 
Clinicians who are evasive and avoid having conversations with family 
members. 
3.71 
ClinLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 3.68 
)DPLOLHVQRWDFFHSWLQJZKDW WKHFOLQLFLDQVDUH WHOOLQJ WKHPDERXW WKHSDWLHQW¶V
poor prognosis. 
3.59 
Multiple clinicians, involved with one patient, who differ in opinion about the 
direction of care. 
3.59 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
3.57 
No available support person for the family such as a social worker or religious 
leader. 
3.49 
The most frequent obstacles: On a scale from 0 (never occurs) to 5 (always occurs) the 
frequency mean scores to the twenty nine obstacle items as perceived by nursing critical care 
staff ranged from 1.78 to 4.  Table 4.3 below presents the top ten obstacle items along with 
their frequency mean scores. Of the twenty nine obstacle items sixteen items had a mean of 
three or more, meaning that they were perceived as fairly often occurring. 
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The three obstacles perceived as the most frequent occurring to providing end of life care were 
respectively the poor design of the critical care units which do not allow for privacy of dying 
patients or grieving family member (M= 4); family members not understanding what is meant 
E\ ³OLIH-VDYLQJ PHDVXUHV´ i.e., that multiple needle sticks cause pain and bruising, that an 
endotracheal tube ZRQ¶WDOORZWKHSDWLHQWWRWDONHWF (M= 3.89); and dealing with angry family 
members (M= 3.76). 
Table 4.3: The mean scores for obstacle frequency reported by nurses 
Obstacles 
Frequency 
mean 
Poor design of units which do not allow for privacy of dying patients or 
grieving family members. 
4 
)DPLO\PHPEHUVQRWXQGHUVWDQGLQJZKDW³OLIH-VDYLQJPHDVXUHV´UHDOO\PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal 
tube ZRQ¶WDOORZWKHSDWLHQWWRWDONHWF 
3.89 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 3.76 
Not enough time to provide quality end-of-life care because the clinicians focus 
LVRQDFWLYLWLHVWKDWDUHWU\LQJWRVDYHWKHSDWLHQW¶Vlife. 
3.75 
)DPLOLHVQRWDFFHSWLQJZKDWWKHFOLQLFLDQVDUHWHOOLQJWKHPDERXWWKHSDWLHQW¶V
poor prognosis. 
3.5 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHmber for 
information. 
3.42 
/DFN RI FOLQLFLDQ¶V HGXFDWLRQ DQG WUDLQLQJ UHJDUGLQJ IDPLO\ JULHYLQJ DQG
quality end-of-life care. 
3.38 
&OLQLFLDQV¶NQRZLQJDERXW WKHSDWLHQW¶VSRRUSURJQRVLVEHIRUH WKH IDPLO\ LV
informed. 
3.38 
The clinician not knowing the pDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
3.37 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
3.33 
As well as being perceived to be among the most intense obstacles, medical critical care staff 
issues were also reported to be of the most frequent issues to have been experienced by critical 
care nurses. Of the ten obstacles reported to be most frequent, medical critical care staff issues 
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were manifest in five items: insufficient time to provide quality end of life care because the 
FOLQLFLDQVIRFXVRQDFWLYLWLHVWKDWDUHWU\LQJWRVDYHWKHSDWLHQWV¶OLIH0 FOLQLFLDQVODFN
proper education and training regarding family grieving and quality end of life care (M= 3.38); 
WKHFOLQLFLDQQRWNQRZLQJWKHSDWLHQW¶VZLVKHVUHJDUGLQJFRQWLQXLQJZLWKWUHDWPHQWVDQGWHVWV
GXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH(M= 3.37); the treatments were continued for a 
dying patient even though the treatments cause the patient pain or discomfort (M= 3.33) and 
clinicians knowing about the patient poor prognosis before the family is informed i.e. late 
family informing of patients poor prognosis (M= 3.38). 
The perceived intensity scores (PISs): To identify which obstacle items were perceived by the 
respondent nurses as being both the most intense and the most frequently occurring, the 
perceived intensity scores of the obstacle items were calculated. The PISs were calculated by 
multiplying the mean score of intensity by the mean score of frequency for each obstacle item 
individually (Kanner et al., 1981; Sawatzky, 1996). 
Looking at the PISs data (Table 4.4), the first two items had the highest PIS were family 
PHPEHUVQRWXQGHUVWDQGLQJZKDW³OLIH-saving PHDVXUHV´UHDOO\PHDQ i.e., that multiple needle 
sticks cause pain and bruising, that an endotracheal tube woQ¶W allow the patient to talk etc. 
(PIS= 16.02) and that the design of the critical care units is poor as it does not allow for privacy 
of dying patients or grieving family member (PIS= 15.56). 
Of the top ten obstacles items in terms of intensity and frequency, four incorporated issues with 
medical critical care staff behaviours and characteristics. These obstacles took place when 
FOLQLFLDQVIRFXVRQDFWLYLWLHVWKDWDUHWU\LQJWRVDYHSDWLHQWV¶OLIHVRWKHUHQRt enough time to 
provide quality end of life care (PIS= 14.4); clinicians lack of proper education and training 
regarding family grieving and quality end-of-life care (PIS= 12.9); QRWNQRZLQJWKHSDWLHQW¶V
ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK WUHDWPHQWV DQG WHVWV GXH WR WKH SDWLHQW¶V LQDELOLW\ WR
communicate (PIS= 11.76); and when they continue intensive treatments for a dying patient 
even though the treatments cause the patient pain or discomfort (PIS= 11.48). 
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Table 4.4: The perceived intensity scores critical care nurses 
Obstacles PISs 
)DPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶WDOORZWKHSDWLHQWWRWDONHWF 
16.02 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
15.56 
Not enough time to provide quality end-of-life care because the clinicians focus 
is on activities thDWDUHWU\LQJWRVDYHWKHSDWLHQW¶VOLIH 
14.47 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 13.83 
/DFNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\
end-of-life care. 
12.97 
Families not accepting what the cliniciaQVDUH WHOOLQJ WKHPDERXW WKHSDWLHQW¶V
poor prognosis. 
12.56 
7KH FOLQLFLDQ QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
11.76 
No available support person for the family such as a social worker or religious 
leader. 
11.51 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
11.48 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
11.10 
Obstacles UHODWHGWRSDWLHQWV¶IDPLOLHVVXFKDVdealing with angry family members and who not 
accepting what the clinicians are telling them aboXWWKHSDWLHQW¶VSRRUSURJQRVLVDOVRIHDWXUHG
in among the first ten highest PIS scores. In addition, other items in the top ten involved systems 
issues such as unavailability of a support person for the family such as a social worker or 
religious leader and unavailability of an ethics board or committee to review difficult patient 
cases.  
4.3.2 Additional obstacles reported by critical care nurses 
In addition to the obstacles and supportive behaviours items, the surveyed participants were 
invited to respond to open ended questions to report any additional obstacles or supportive 
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behaviours to providing end of life care they have perceived or experienced. They were also 
asked to identify the most needed changes to improve end of life care in critical care units they 
would like to see if they have the ability to do so. At the end of the questionnaire, a question 
eliciting comments that the participant might have about the study was also included. Under 
this section the additional obstacles reported by critical care nurses are presented. 
Fifteen nurses (19.7%) added responses to the additional obstacles open ended question. These 
nurses reported twenty eight additional obstacles to providing end of life care. Content and 
thematic analyses were applied to analyze these responses. The additional obstacles that could 
QRWEHFDWHJRUL]HGWKH\ZHUHJURXSHGXQGHU³RWKHUREVWDFOHV´These added responses were 
distributed to five categories including staff attitudes, knowledge and behaviours; religious 
issues; environmental constrains; setting specific issues and family issues. The most common 
obstacles identified by the respondent nurses were related to staff attitudes, knowledge and 
behaviours7KHVHREVWDFOHVZHUHUHSRUWHGE\QLQHQXUVHVDQGWKH\ZHUH³,QFRPSHWHQW
VWDII´ ³,QHIIHFWLYH FRPPXQLFDWLRQ EHWZHHQ GRFWRUV DQG SDWLHQWV IDPLOLHV´ ³,PSURSHU SDLQ
relief due to worries aboXW DGGLFWLRQ´ ³3RRU UHOLJLRXV XQGHUVWDQGLQJ´ ³3RRU FXOWXUH
XQGHUVWDQGLQJ´ ³3DOOLDWLYH DQG end of life FDUH DUH QRW SDUW RI VRPH VWDII FRQVLGHUDWLRQ´
Table 4.5 below lists the reported the additional obstacles and the categories they belong to 
Interestingly, some of the additional obstacles reported by nurses were included in the 
questionnaire, such as open design and no privacy, rushing the post death care because of 
patients over load and families nervousness. One possible reason that the respondent repeated 
items already mentioned on the questionnaire is that the respondent wished to emphasise the 
importance of these items. 
Another explanation might be that the items mentioned in the questionnaire did not fully 
address the reVSRQGHQWV¶FRQFHUQV. For example, one participant who added comments about 
the problems posed by open design and lack of privacy explained that open design of critical 
care unitVLQWHUIHUHGZLWKSDWLHQWV¶UHVWWLPHDQGPDGHRWKHUSDWLHQWVH[WUHPHO\VWUHVVHd and 
uncomfortable when the death of other patients occurred. Additionally, some of the 
respondents (n=3) commented that the questionnaire was too long and time consuming; this 
may have meant that some respondents may have missed some items and preferred instead to 
write about issues that were important to them. 
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Table 4.5: Additional obstacles to providing end of life care from the perception of nurses 
Additional obstacles reported by staff in the questionnaire  
Staff attitudes, knowledge and behaviours 
Incompetent staff 
Ineffective communication between doctors and patients families 
Improper pain relief due to worries about addiction 
Poor religious understanding 
Poor culture understanding 
Palliative and end of life care are not on some staff consideration 
Religious issues 
Religious thoughts and stances about end of life care 
Islamic religion and compunction 
Religious sometimes come against some end of life care issues 
Environmental constrains 
Staff shortage 
Staff work load 
Rushing the post death care because of patients over load 
Open design and no privacy 
Families issues 
The concept of do not resuscitate is not acceptable 
Large families 
Families nervousness 
Families always repeated questioQDERXWSDWLHQW¶VFRQGLWLRQ 
Poor religious understanding 
Lack of knowledge about patient condition 
Families members reluctant to take decisions about patient condition 
Setting specific issues 
'RQ¶WKDYHDGRQRWUHVXVFLWDWHSROLF\LQWKHKRVSLWDO 
Because this hospital is a large and centre one most of referral cases are poor 
prognosis 
Other  
Dealing with young patients death 
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 ŽĐƚŽƌƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞŝŶƚĞŶƐŝƚǇĂŶĚoccurrence of obstacles 
This section presents the intensity and frequency of obstacles to providing end of life care as 
perceived by medical critical care staff. The obstacles were perceived as both most intense and 
PRVW IUHTXHQWO\RFFXUULQJ DUHRIIHUHGE\ SUHVHQWLQJ WKHREVWDFOH LWHPV¶ SHUFHLYHG LQWHQVLW\
scores. Additional obstacles reported by medical staff are also presented in this section. 
4.4.1 Obstacles intensity, occurrence and perceived intensity score 
Highest Intensity Obstacles: The intensity mean scores for the obstacle items as perceived by 
medical critical care staff were calculated. The mean ranged from 3.92 to 1.85. Table 4.6 below 
presents the top ten obstacle items along with their intensity mean scores ordered in descending 
manner. The first obstacle was rated by respondent medical staff to be the largest obstacle in 
term of its intensity was the same as the respondent nurses. This obstacle took place when the 
IDPLO\ PHPEHUV GRQ¶W XQGHUVWDQG ZKDW LV ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ´ LH WKDW
multiple needle sticks cause pain and bruising, that an endotracheal tube will not allow the 
patient to talk, or that ribs may be broken during chest compressions (M= 3.92). 
6LPLODU WR QXUVHV¶ GDWD PRVW RI WKH LWHPV UHFHLYLQJ WKH KLJKHVW LQWHQVLW\ PHDQ VFRUHV
LQFRUSRUDWHGLVVXHVUHODWHGWRWKHFULWLFDOFDUHFOLQLFLDQV¶behaviours and characteristics. Of the 
top obstacles items, five items incorporated FOLQLFLDQV¶LVVXHV7KHVHREVWDFOHVDUHcontinuing 
treatments for a dying patient even though the treatments cause the patient pain or discomfort 
(M= 3.85); clinicians who are evasive and avoid having conversations with family members 
(M= 3.46); clinicians failing to elicit SDWLHQW¶VZLVKHVUHJDUGLQJFRQWLQXLQJZLWKWUHDWPHQWVDQG
WHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH (M= 3.42); clinicians lack of education and 
training regarding family grieving and quality end-of-life care (M= 3.42) and finally clinicians 
being away from the patient and family because of the need to deal with a new admission or 
consultation (M= 3.38). 
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Table 4.6: The mean scores for obstacle intensity reported by doctors 
Obstacles Intensity 
mean 
)DPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶W DOORZ WKH SDWLHQW WR WDON RU WKDW ULEV PD\ EH Eroken during chest 
compressions. 
3.92 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
3.85 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 3.77 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU IRU
information. 
3.65 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
3.65 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
3.5 
Continuing intensive care for a patient with a poor prognosis because of the real 
RULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
3.46 
Clinicians who are evasive and avoid having conversations with family 
members. 
3.46 
7KH FOLQLFLDQ QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
3.42 
/DFNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\ grieving and quality 
end-of-life care. 
3.42 
The most frequent obstacles: The obstacles frequency means scores were between 1.23 and 
3.85. Table 4.7 below presents the top ten obstacle items in terms of their occurring frequency 
along with their frequency mean scores. The highest rated item was seen as a most frequent 
obstacle the medical critical care staff have experienced while providing care for dying took 
place when family members not understanding what is meant by ³OLIH-VDYLQJPHDVXUHV´LH
that multiple needle sticks cause pain and bruising, that an endotracheal tube will not allow the 
patient to talk, or that ribs may be broken during chest compressions (M= 3.85). The next highly 
frequent items were that critical care unit design do not allow for privacy of dying patients or 
grieving family members (M= 3.77) and family and friends who continually call the clinician 
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wanting an update on tKHSDWLHQW¶VFRQGLWLRQUDWKHUWKDQFDOOLQJWKHGHVLJQDWHGIDPLO\PHPEHU
for information (M= 3.69). 
Of the remaining top ten obstacles received high intensity mean scores, four involved critical 
FDUH FOLQLFLDQV¶ issues. These frequently happening obstacles took place when physicians 
continuing treatments for a dying patient even though the treatments cause the patient pain or 
discomfort (M= ZKHQWKH\QRWNQRZLQJWKHSDWLHQW¶VZLVKHVUHJDUGLQJFRQWLQXLQJZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLnability to communicate (M= 3.31); when they called 
away from the patient and family because of the need to deal with a new admission or 
consultation (M= 3.27); and they are lacking of education and training regarding family 
grieving and quality end-of-life care (M= 3.23).  
Table 4.7: The mean scores for obstacle frequency reported by doctors 
Obstacles Frequency 
mean 
)DPLO\PHPEHUVQRWXQGHUVWDQGLQJZKDW³OLIH-VDYLQJPHDVXUHV´UHDOO\PHDQ
i.e., that multiple needle sticks cause pain and bruising, thDWDQ(7WXEHZRQ¶W
allow the patient to talk, or that ribs may be broken during chest compressions. 
3.85 
Poor design of units which do not allow for privacy of dying patients or 
grieving family members. 
3.77 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU IRU
information. 
3.69 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
3.5 
Continuing intensive care for a patient with a poor prognosis because of the 
UHDORULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
3.46 
No available support person for the family such as a social worker or religious 
leader. 
3.42 
Clinicians having to deal with distraught family members while still providing 
care for the patient. 3.42 
7KH FOLQLFLDQ QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
3.31 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
3.27 
/DFN RI FOLQLFLDQ¶V HGXFDWLRQ DQG WUDLQLQJ UHJDUGLQJ IDPLO\ JULHYLQJ DQG
quality end-of-life care. 3.23 
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The perceived intensity scores (PISs): To identify which obstacle items were perceived by the 
respondent medical staff as having both the most intense and the most frequent of occurring, 
the perceived intensity scores of the obstacle items were calculated. The item with the highest 
perceived intensity score (PIS) wDVDFWXDOO\UDWHGWREHQXPEHURQHLQWHUPRIWKHREVWDFOH¶V
intensity and also number one in term of how frequent it occurred. This obstacle happened 
when IDPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW LV PHDQW E\ ³OLIH-VDYLQJ PHDVXUHV´ (PIS= 
15.09). The next item with the highest PIS score was poor design of the critical care units which 
do not allow for privacy of dying patients or grieving family members (PIS= 13.76). 
Of the top ten obstacles in terms of reported perceived intensity of obstacles scores, four 
incorporated issues with medical critical care staff. These obstacles took place when clinicians 
continue treatments for a dying patient even though the treatments cause the patient pain or 
discomfort (PIS= 13.47); when FOLQLFLDQV QRW NQRZLQJ WKH SDWLHQW¶V ZLshes regarding 
FRQWLQXLQJZLWKWUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWHPIS= 11.32); 
when clinicians called away from the patient and family because of the need to deal with a new 
admission or consultation (PIS= 11.05); and lack RI FOLQLFLDQ¶V HGXFDWLRQ DQG WUDLQLQJ
regarding family grieving and quality end-of-life care (PIS= 11.04). 
Obstacles UHODWHGWRSDWLHQWV¶IDPLOLHV also featured in among the first ten highest PIS scores 
(Table 4.8). These obstacles include dealing with angry family members while providing care 
for critically ill patients (PIS= 11.87); real or imagined threat of future legal action by the 
SDWLHQW¶VIDPLO\ which impose the staff to continue with intensive care for a patient with a poor 
prognosis (PIS= 11.97), stopping clinician from providing care because of family and friends 
ZKR FRQWLQXDOO\ FDOO WKH FOLQLFLDQ ZDQWLQJ DQ XSGDWH RQ WKH SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ
calling the designated family member for information (PIS= 13.46)  
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Table 4.8'RFWRUV¶perception of obstacles intensity and frequency intensity scores 
Obstacles PISs 
)DPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶W DOORZ WKH SDWLHQW WR WDON RU WKDW ULEV PD\ EH EURNHQ GXULQJ FKHVW
compressions. 
15.09 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
13.76 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
13.47 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU for 
information. 
13.46 
Continuing intensive care for a patient with a poor prognosis because of the real 
RULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
11.97 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 11.87 
The clinician QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
11.32 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
11.05 
LacNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\
end-of-life care. 
11.04 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
10.92 
4.4.2 Additional obstacles reported by doctors 
Five respondent critical care doctors (17.85%) added a response to the additional obstacles 
open ended question. These doctors reported five additional obstacles to providing end of life 
care. These obstacles were (1) the concept of do not resuscitate or do not intubate is not 
acceptable in this society, (2) doctors shortage with high responsibilities and accountability, 
(3) because the hospital is a large and central one, most of referral cases are poor prognosis (4) 
because hospital is a highly prestigious one, so many time we have to meet the family 
expectation and (5) medical uncertainty. Interestingly, some of these obstacles were also added 
by critical care nurses as mentioned earlier. 
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 The difference between doctors ? and nurses ? perceptions 
This part of the analysis chapter assesses the difference between medical and nursing critical 
care staff perceptions of obstacles (29 obstacles) to providing end of life care using 
independent-samples t tests.  
4.5.1 The differences in staff perceptions of obstacles intensity and frequency 
The difference in obstacles intensity between doctors and nurses: The perceptions of nursing 
DQG PHGLFDO FULWLFDO FDUH VWDII ZHUH FRPSDUHG XVLQJ WKH REVWDFOHV¶ LQWHQVLW\ GDWD 8VLQJ
independent-samples t tests, three items were found to have a significant difference. Firstly, 
the nurses found the intensity of the obstacle of employing life sustaining measures at the 
IDPLO\¶Vrequest even though the patient had signed advanced directives requesting no such 
care as more of an obstacle (M= 2.93, SD= 1.10) than the doctors did (M= 2.46, SD= 1.43). 
Secondly, the physicians group found having clinicians will not allow the patient to die as more 
of an obstacle (M= 3.04) than the nurses group did (M= 2.99). Thirdly, the nurses again found 
having multiple clinicians, involved with one patient, who differ in opinion about the direction 
of care as more of an obstacle (M= 3.59) than the physicians group did (M= 3.04). Table 4.9 
below shows the three obstacle items along with their mean, standard deviation, number of 
nurses and physicians respond to these questions and reports the t test results and the level of 
significant (p values) for each of the items. With these obstacles, even though there are 
significant differences, they have fairly small differences in terms of their intensity means 
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Table 4.9: Significant difference obstacle items intensity between doctor and nurses 
Independent t tests for obstacle items that differ significantly between doctor and nurses in 
term of their intensity. 
Items Groups 
t test  P*  
values N Mean SD t 
Employing life sustaining measures 
ĂƚƚŚĞĨĂŵŝůŝĞƐ ?ƌĞƋƵĞƐƚĞǀĞŶƚŚŽƵŐŚ
the patient had signed advanced 
directives requesting no such care 
Nurses 76 2.93 1.10 
 
-1.579 
 
.024 
Physicians 28 2.46 1.43 
ůŝŶŝĐŝĂŶƐ ǁŚŽ ǁŽŶ ?ƚ ĂůůŽǁ ƚŚĞ
patient to die 
Nurses 76 2.99 1.48 
 
.196 
 
.018 
Physicians 28 3.04 0.96 
Multiple clinicians, involved with one 
patient, who differ in opinion about 
the direction of care 
Nurses 76 3.59 1.05 
 
-1.857 
 
.029 
Physicians 28 3.04 1.45 
* Confidence level 95%       
The difference in obstacles frequency between doctors and nurses: The independent-samples t 
tests were conducted to evaluate the differences between the nurses and physicians critical care 
staff with regard to obstacle frequency of occurring. The test was significant for three obstacle 
items. With these obstacles, even though there are significant differences, they have fairly small 
differences in terms of their frequency means. These items were (1) pressure to limit family 
grieving after the patLHQW¶VGHDWKWRDFFRPPRGDWHDQHZDGPLVVLRQWRWKDWURRP, (2) lack of 
FOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\HQG-of-life care, and 
(3) opinions of other critical care staff about the direction of patient care not being requested, 
valued, or considered. These items were perceived by nurses group to have a higher frequency 
of occurring than physicians group did. Table 4.10 below shows the three obstacle items along 
with their statistical details. 
85 
 
Table 4.10: Significant difference obstacle items frequency between doctor and nurses 
Independent t tests for obstacle items that differ significantly between doctor and nurses in 
term of their frequency 
Items Groups 
t test  P* 
values 
N Mean SD t 
Pressure to limit family grieving 
ĂĨƚĞƌƚŚĞƉĂƚŝĞŶƚ ?ƐĚĞĂƚŚƚŽ
accommodate a new admission to 
that room 
Nurses 76 2.88 1.36 
 
-1.465 
 
.048 
Physicians 28 2.50 1.11 
>ĂĐŬ ŽĨ ĐůŝŶŝĐŝĂŶ ?Ɛ ĞĚƵĐĂƚŝŽŶ ĂŶĚ
training regarding family grieving 
and quality end-of-life care 
Nurses 76 3.38 1.19 
 
 
-.518 
 
 
.010 
Physicians 28 3.21 1.55 
Opinions of other critical care staff 
about the direction of patient care 
not being requested, valued, or 
considered 
Nurses 76 2.47 1.51 
 
-0.782 
 
.022 
Physicians 28 2.25 1.21 
* Confidence level 95% 
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 EƵƌƐĞƐ ?perceptions of supportive behaviours to providing end of 
life care  
This part presents the intensity and the occurring frequency of the supportive behaviours to 
provide end of life care listed in the second section of the questionnaire. The perceived 
supportive scores for the supportive behaviours (the supportive behaviours that perceived to be 
the highest intensity as well as the most commonly encountered by the respondent nursing 
staff) are then presented. Additional supportive behaviours reported by nurses are also 
presented in this section. 
4.6.1 Supportive behaviours intensity, occurrence and perceived score 
This section begins by reporting the intensity and the occurrence frequency of the supportive 
behaviours to providing end of life care as critical care nurses perceived. The perceived 
supportive behaviours scores are then presented. 
Highest intensity supportive behaviours: Using a Likert scale ranged from 0 (not a help) to 5 
(extremely large help), the mean scores for the supportive behaviour items intensity were 
between 2.47 and 4.12. The supportive items received the largest mean scores were when 
having family members accept that the patient is dying (M= 4.12) and when the nurses have 
enough time to prepare the family for the expected death of the patient (M= 3.91). The first ten 
items which were perceived to be the most supportive behaviours had close mean scores which 
were more than 3.5 on the same scale. 
Of the remaining top ten supportive behaviours, six items surround supportive behaviours that 
WRRNSODFHDIWHUSDWLHQWGHDWKDQGZHUHLQVRPHZD\KHOSIXOWRWKHSDWLHQWV¶IDPLOLHVDVZHOODV
for critical care nurses and were usually behaviours under critical care nurses control 
(Table 4.11)7KRVHVXSSRUWLQJSDWLHQWV¶IDPLOLHVDIWHUGHDWKZHUHallowing adequate time for 
family members to be alone with the patient after he or she has died (M= 3.83); having the 
SK\VLFLDQPHHWLQSHUVRQZLWKWKHIDPLO\DIWHUWKHSDWLHQW¶VGHDWKWRRIIHU support and validate 
that all possible care was done (M= 3.75); when a peaceful, dignified bedside scene was 
provided for family members once the patient has died (M= 3.53); and when a critical care unit 
designed so that the family has a place to go to grieve in private (M= 3.51).  
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The other two helpful items that happened after death and support critical care nurses were: 
having family members thank nurses or in some other way show appreciation for QXUVHV¶care 
of the patient who has died (M= 3.75); and having a fellow nurse tell you that, "you did all you 
could for the patients," or some other words of support (M= 3.63). 
Table 4.11: The supportive behaviours intensity mean scores reported by nurses 
Supportive behaviours intensity 
mean 
Having family members accept that the patient is dying. 4.12 
Having enough time to prepare the family for the expected death of the patient. 3.91 
Allowing family members adequate time to be alone with the patient after he or 
she has died. 
3.83 
+DYLQJWKHSK\VLFLDQPHHWLQSHUVRQZLWKWKHIDPLO\DIWHUWKHSDWLHQW¶VGHDWKWR
offer support and validate that all possible care was done. 
3.75 
Having family members thank you or in some other way show appreciation for 
your care of the patient who has died. 
3.75 
Having one family member be the designated contact person for all other family 
members regarding patient information. 
3.67 
Having a fellow nurse tell you that, "you did all you could for the patients," or 
some other word of support. 
3.63 
+DYLQJ WKHSK\VLFLDQV LQYROYHG LQ WKHSDWLHQW¶VFDUHDJUHHDERXW WKHGLUHFWLRQ
care should go. 
3.59 
Providing a peaceful, dignified bedside scene for family members once the 
patient has died. 
3.53 
A unit designed so that the family has a place to go to grieve in private. 3.51 
The most frequent supportive behaviours: The second section for the supportive EHKDYLRXUV¶ 
part of the questionnaire measures how frequently the critical care nurses have experienced the 
supportive behaviours as they have cared for dying patients. On a Likert scale from 0 (never 
occurs) to 5 (always occurs), the mean scores for the supportive items frequency ranged from 
1.23 to 3.03. Allowing family members adequate time to be alone with the patient after he or 
she has died (M= 3.03) and having family members accept that the patient is dying (M= 2.82) 
were seen to be the most frequent two supportive behaviours the respondent critical care nurses 
have experienced. 
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Of the top ten frequent supportive behaviours (Table 4.12), three surround providing support 
to critical care nurseVDIWHUSDWLHQW¶VGHDWKfamily members thank nurses or in some other way 
show appreciation for QXUVHV¶care of the patient who has died (M= 2.54); nurses supporting 
each other such as having a fellow nurse tell you that, "you did all you could for the patients," 
or some other word of support (M= 2.41); or having support staff compile all the necessary 
paper work for you which must be signed by the family aIWHUWKHSDWLHQW¶VGHDWK and before 
they leave the unit (M= 2.38).  
Other three supportive behaviours of the remaining top ten items related to providing support 
WRIDPLO\DIWHUWKHLUIDPLO\PHPEHU¶VGHDWKDQGWKHQXUVHVKDYHDFRQWURORYHUWKHP7KHVH
behaviours include allowing families unlimited access to the dying patient even if it conflicts 
with nursing care at times (M= 2.32), providing a peaceful, dignified bedside scene for family 
members once the patient has died (M= 2.49) and nurses drawing on his/her own previous 
experience with the critical illness or death of a family member (M= 2.78). 
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Table 4.12: The mean scores for supportive behaviours frequency 
Supportive behaviour Frequency 
mean 
Allowing family members adequate time to be alone with the patient after he 
or she has died. 
3.03 
Having family members accept that the patient is dying. 2.82 
The nurse drawing on his/her own previous experience with the critical illness 
or death of a family member. 
2.78 
+DYLQJWKHSK\VLFLDQVLQYROYHGLQWKHSDWLHQW¶VFDUHDJUHHDERXWWKHGLUHFWLRQ
care should go. 
2.71 
Having family members thank you or in some other way show appreciation for 
your care of the patient who has died. 
2.54 
Providing a peaceful, dignified bedside scene for family members once the 
patient has died. 
2.49 
Having a fellow nurse tell you that, "you did all you could for the patients," or 
some other word of support. 
2.41 
$IWHUWKHSDWLHQW¶VGHDWKKDYLQJVXSSRUWVWDIIFRPSLOHDOOWKHQHFHVVDU\SDSHU
work for you which must be signed by the family before they leave the unit. 
2.38 
Having enough time to prepare the family for the expected death of the patient. 2.36 
Allowing families unlimited access to the dying patient even if it conflicts with 
nursing care at times. 
2.32 
Perceived supportive behaviours scores: To identify which supportive items were perceived 
by the respondent nurses as having both the most intense and the most frequent of occurring, 
the perceived supportive behaviours scores were calculated. Instead of examining the intensity 
and the frequency scores for the supportive behaviours separately, calculated the perceived 
supportive behaviours scores will help in identifying the most intense and most frequent 
supportive behaviours to providing end of life care to dying patients and their families from 
the perspective of critical care nurses (Kanner et al., 1981). The perceived supportive 
behaviours scores (PSBSs) were calculated by multiplying the mean score of the intensity by 
the mean score of the frequency for every single supportive behaviour item. 
The top ten supportive behaviour items with the highest perceived supportive behaviours scores 
have almost identical scores (Table 4.13). The supportive behavior with the highest PSBSs take 
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place when family members accept that the patient is dying (PSBSs=11.61). Of the top items, 
seven surround helpful behaviours that happened after patient death and to some degree support 
both nurses and families. Four of these items relate to support nurses by themselves and by 
patients families: (1) having family members thank nurses or in some other way show 
DSSUHFLDWLRQIRUQXUVHV¶FDUHRIWKHSDWLHQWZKRKDVGLHG(PSBSs= 9.52); (2) having a fellow 
nurse tell you that "you did all you could for the patients" or some other words of support 
(PSBSs= 8.74); (3) aIWHU WKHSDWLHQW¶VGHDWKKDYLQJVXSSRUW VWDII FRPSLOHDOO WKHQHFHVVDU\
paper work for you which must be signed by the family before they leave the unit (PSBSs= 
7.42); and (4) having fellow nurses take care of your other patient(s) while you get away from 
the unit for a few moments after the death of your patient (PSBSs= 7.32). 
The other three items relate to bereavement support for families by nurses: providing a 
peaceful, dignified bedside scene for family members once the patient has died (PSBSs= 8.78) 
and hDYLQJWKHSK\VLFLDQPHHWLQSHUVRQZLWKWKHIDPLO\DIWHUWKHSDWLHQW¶VGHDWKWRRIIHUVXSSRUW
and validate that all possible care was done (PSBSs= 8.40); and offering family members 
adequate time to be alone with their patient after he or she has died (PSBSs= 11.60) 
91 
 
Table 4.13: The perceived intensity scores for supportive behaviours in end of life care  
Supportive behaviours PSBSs 
Having family members accept that the patient is dying. 11.61 
Allowing family members adequate time to be alone with the patient after he or 
she has died. 
11.60 
+DYLQJ WKHSK\VLFLDQV LQYROYHG LQ WKHSDWLHQW¶VFare agree about the direction 
care should go. 
9.72 
Having family members thank you or in some other way show appreciation for 
your care of the patient who has died. 
9.52 
Having enough time to prepare the family for the expected death of the patient. 9.22 
The nurse drawing on his/her own previous experience with the critical illness or 
death of a family member. 
9.11 
Providing a peaceful, dignified bedside scene for family members once the 
patient has died. 
8.78 
Having a fellow nurse tell you that, "you did all you could for the patients," or 
some other word of support. 
8.74 
+DYLQJWKHSK\VLFLDQPHHWLQSHUVRQZLWKWKHIDPLO\DIWHUWKHSDWLHQW¶VGHDWKWR
offer support and validate that all possible care was done. 
8.40 
Having one family member be the designated contact person for all other family 
members regarding patient information. 
7.74 
4.6.2 Additional supportive behaviours reported by critical care nurses 
 Six respondent nurses (7.89%) added responses to the additional supportive behaviours open 
ended question. These nurses reported eight additional behaviours that help in providing a 
quality end of life care. Of these items, two were related to medical critical care staff: diminish 
false hope or unreal expectations and prepared the families emotionally about the outcome 
from the first days of admission. Of the remaining items, three items were related to dying 
SDWLHQW¶V IDPLOLHV DFFHSW WKH GHDWK DV D SRVVLEOH RXWFRPH GHFUHDVH WKH QXPEHU RI SDWLHQW
family members in critical care units and presence of a support person to help with managing 
the family visit (security member). The remaining supportive items were presence of religious 
UHIHUUDOLQWKHKRVSLWDOLQYROYHSDWLHQWV¶IDPLOLHVLQSDOOLDWLYHFDUHEHIRUHSDWLHQWV¶GHDWKDQG
visiting hour policy adaptations. 
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$VLQQXUVHV¶DGGLWLRQDOREVWDFOHVVRPHRIWKHDGGLWLRQDOVXSSRUWLYHEHKDYLRXUVZHUHDOUHDG\D
questionnaire items such as having a family members accept that the patient is dying; 
physicians who put hope in real tangible terms; and having the family physically help care for 
the dying patient. Possible reasons that the respondent repeated items already mentioned on the 
questionnaire might be the same ones have been mentioned above for additional obstacles. 
Changes needed to improve end of life care in critical care unit reported by nurses 
At the end of the supportive behaviours part of the questionnaire, the critical care nurses were 
asked in an open ended question to report the changes that they would like to see in any aspect 
of end of life care for dying patients and their families in critical care units. Ten nurses 
(13.15%) added responses. These nurses reported seventeen changes to improve end of life 
care. Using content and thematic analysis, three categories were identified: changes in 
physicianV¶ attitudes toward patients; FKDQJHV LQ SK\VLFLDQV¶ attitudes toward families; and 
changes at the institutional level. Table 4.14 below lists the reported changes that need to be 
made and the four categories they belong to. 
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Table 4.14: Changes needed to improve end of life care providing 
Additional changes reported by staff in the questionnaire 
&KDQJHVLQSK\VLFLDQV¶attitudes toward patients 
Let the patients die peacefully 
Working non-medically with dying patients to last point of their life 
Engage competent patients in discussion about the type of management 
Discussion about the place of death 
 
&KDQJHVLQSK\VLFLDQV¶attitudes toward families 
Debriefing family member after traumatic death 
Educate families members about end of life care issues 
Give end of life care as a treatment option 
Engage families in discussion about the type of management 
 
Institutional level changes 
Decrease nurse-patient ratio   
Presence of applied pain management policy 
Present of ethical committee to deal with difficult cases 
Presence of social support committee (e.g. psychiatric physicians) 
Presence of specialized palliative and end of life care unit 
 Strengths and limitations 
This study is the first to explore the obstacles and facilitators to providing end of life care in 
critical care units in Jordan and the first to elicit the perception of medical critical staff using 
³National Survey of Critical-Care Nurses' Perceptions of End-of-Life &DUH´ZKLFK have used 
in the literature to pertain the viewpoints of critical care nurses. To maximise the diversity of 
participants all doctors and nurses worked in the two University hospitals were selected. 
Additionally, the study had a high response rate. However, certain limitations are 
acknowledged. Caution is required in interpreting and generalising from this data as it 
represents the perception of critical care staff working in one health care sector in Jordan. The 
adaptation and use of the survey with almost excellent reliability in this study would open the 
door for this questionnaire to be used with different sample in different settings and compare 
the result between and among the staff in this study with other studies. Future studies may look 
at ways to survey a larger group of health care professionals working in different health care 
sectors in Jordan including private hospitals and Ministry of Health hospital to have a national 
view of end of life care practice in Jordan. The survey was criticized by some staff to be too 
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long, time consuming and have some language difficulties and some questions were ambiguous 
and lack of clarity.  
 Conclusion  
In conclusion, the critical care staff perceived the obstacles to providing end of life care to be 
frequent and have a large intensity than the other studies have documented. This suggests that 
the doctor and nurses in this study perceived that there are deficiencies in end of life care in 
Jordanian critical care units or at least in the units where the study was conducted. In the other 
hand, the supportive behaviours to providing end of life care were perceived by critical care 
nurses to be less frequent. 
,Q WKLV VWXG\ EDUULHUV UHODWHG WR FOLQLFLDQV¶ EHKDYLRXUV FKDUDFWHULVWLFV DQG DWWLWudes were 
perceived by doctors and nurses to be the most common barriers to providing end of life care 
in critical care units. Along the professional dimension of barriers, this study adds a new 
dimension for the most intense barriers to provide end of life care in. This dimension was 
related to environmental constraints which prevent critical care staff from providing quality 
end of life care to dying patients and their families. Moreover, the supportive behaviours were 
perceived highly by nurses in terms of intensity, but the frequencies of these behaviours were 
much lower (almost never occurring to fairly often occurs). Most of the supportive behaviours 
that received the highest frequency scores were related to bereavement support for families or 
critical care staff and were usually behaviours that critical care nurses could control. 
The results in this study validate the results of other studies investigated the perceptions of 
critical care nurses toward the obstacles of providing end of life care in critical care units. This 
suggest that these shared obstacles and supportive behaviours are central when providing care 
for dying patients and their families in critical care units regardless the type of the unit or 
setting. The survey results in this study allude to the importance of identifying the possible area 
of developments to improve end of life care in Jordanian critical care units and working on 
these areas to meet the expectations of patients, families and critical care staff.  
Finally, the survey findings demonstrate the importance of conducting a qualitative study in 
exploring issues surrounding end of life in Jordan as self-reported survey may not reflect the 
actions of the respondents. Thus, the key findings of this survey inspired and inform the 
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aQDO\VLV RI WKH TXDOLWDWLYH ZRUN E\ H[SORULQJ WKH LVVXHV EHKLQG FOLQLFLDQV¶ EHKDYLRXUV
characteristics and attitudes which present the key difficulties experienced by staff in the 
survey. The next two chapters report the findings from the qualitative interviews with Jordanian 
critical care staff. 
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Chapter5:  ƌŝƚŝĐĂůĂƌĞ^ƚĂĨĨǆƉĞƌŝĞŶĐĞŽĨWƌŽǀŝĚŝŶŐĂƌĞ
ĨŽƌǇŝŶŐWĂƚŝĞŶƚƐ   
 Introduction 
This chapter and the following chapter report the findings from the qualitative interviews with 
the critical care staff. This chapter focuses on the experiences of staff in caring for critically ill 
patients who are likely to die and the challenges and barriers that they encounter. The next 
chapter explores how staff seek to communicate with, and care for families of dying patients 
and identifies the barriers and challenges to family focused care that they experience. 
This chapter starts by exploring experiences of providing care for dying patients reported by 
VWDII DQG WKHLU SHUFHSWLRQV RI µQRUPDO SUDFWLFH¶ 7KLV H[SORUDWLRQ LV VHW in the context of a 
description of  policies related to end of life care in each hospital and is followed by an  
examination of some legal and religious issues surrounding end of life care that are commonly 
encountered by staff. The chapter then moves to explore patterns of interaction and 
communication between staff when caring for dying patients and their experiential accounts of 
the challenges and barriers to provision of end of life care. In this chapter, issues  that staff 
encounter in the care of  criWLFDOO\ LOO SDWLHQWV¶ IDPLOLHV DUHEULHIO\PHQWLRQHGZLWK DPRUH
sustained focus on these provided in the following chapter.  
Throughout this chapter, aspects from one detailed interview with a doctor are used to introduce 
the key issues in each section. 7KHLQWHUYLHZLVXVHGDVDUHSUHVHQWDWLYHµFDVHVWXG\¶VLQFHLW
captured the most important and recurring issues in all the interviews conducted with staff. 
Following the use of the case study interview, data from other interviews are presented to 
highlight any similarities and differences. The case study interview used throughout this 
FKDSWHUUHODWHVWRDQLQWHUYLHZZLWKµGRFWRUWKUHH¶ZKRZDVDVHQLRUUHVLGHQWGRFWRUZRUNLQJLQ
the first city hospital. This doctor had four years clinical experience since he qualified and a 
WZRDQGDKDOI\HDUV¶H[SHULHQFHLQFULWLFDOcare. As a senior doctor his role was to cover the 
two critical care units and the emergency department in the hospital, working closely with more 
junior doctors assigned to each unit. 
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 Experiential accounts of critical care staff 
In this first section of the chapter, I examine the frequency with which participants experienced 
death and dying and describe the normal practices that staff reported to be associated with care 
of the dying, highlighting some exceptions to this that staff identified.   I also explore how staff 
perceived the hospital policies that had relevance for end of life care and how they sometimes 
IRXQGZD\VWRµwork around¶WKHVHLQRUGHUWRGHYLDWH from the normal practice of carrying on 
as usual and thus move towards end of life care for patients. 
5.2.1 Death frequency and certainty 
So many cases my friend. Yes, as an estimated number I can say that they were 
at least 100 cases; this is in the intensive care unit alone. As a whole, I mean 
all critical care unitVDFWXDOO\,FDQ¶WUHDOO\HYHQFRXQWWKHP. (Senior Doctor 3, 
H1, P11, L215) 
Doctor three talked about the large number of dying patients he dealt with during his clinical 
experience; this was also the reported experience of other interviewees. Staff perceived that 
death is a predictable event and also a common outcome in medical critical care units. The staff 
spoke about the large number of dying patients they had experienced in medical critical care 
units and general intensive care units compared to coronary care units. For example, in a shared 
interview in hospital one, where a second year doctor one covering a coronary care unit and a 
senior doctor four covering all critical care units were interviewed together, the doctors talked 
about the number of dying patients that they cared for during their career. Doctor four in the 
quote below reported that more than half of patients who settled in general intensive care unit 
DWWKHWLPHRILQWHUYLHZDUHµHQGRIOLIH¶)URPKHUZLGHUaccount, it seems that the doctor used 
WKHWHUPµHQGRIOLIH¶KHUHWRUHIHUWRSDWLHQWVZKRVHGHDWKLVLPPLQHQWLQFOXGLQJWKRVHSDWLHQWV
whose death was imminent and those who had a longer critical care stay, but whose death was 
clearly anticipated: e.g. patients who are brain dead). 
D4: Oh! Large numbers. We always deal with dying patients. (Senior Doctor 4, 
H1, cover all critical care units) 
R: In terms of you D1?  
                                                 
1
 P: page number in the interview transcript. 
2
 L: Line number in the page. 
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D1: Too many cases we are dealing with. (Second Year Doctor 1, H1, Coronary 
Care Unit) 
D4: I mean in intensive care unitPRVWRIWKHFDVHV\RXFDQVD\«3.You know 
we have usually 13 beds in general intensive care unit. From these beds, there 
are 7-8 patients we consider them end of life and this happens frequently and 
always. I mean I had two years of experience in intensive care unit, very often, 
very often we deal with such a type of cases. (Senior Doctor 4, H1 cover all critical 
care units) 
D1: Because I am a second year, I have just nearly one year in coronary care 
unit, not like intensive care unit, in coronary care there are not too many cases 
like that. (Second Year Doctor 1, H1 Coronary Care Unit) 
The same experience was echoed by a head nurse three from a medical intensive care unit: 
For example, I have six beds in my unit. Among these six patients, there is one, 
two, three and four (participants counting); at least four patients who I am sure 
that they will be transferred to floor -2 (where is the mortuary). (Head Nurse 3, 
H2, Medical Intensive Care Unit) 
A shared feature across the staff interviews, was that staff reported being able to predict the 
SDWLHQWV¶GHDWK7KHLUFHUWDLQW\DERXWWKHOLNHOLKRRGRISDWLHQWV¶GHDWKVZDVPRVWO\EDVHGRQ
SDWLHQWV¶ FOLQLFDO SUHVHQWDWLRQ EXW DOVR RQ WKHLU SUHYLRXV H[SHULHQFHV DQG NQRZOHGJH RI
particular types of diseases and cases. For example, nurse two shared his story of a dying 
SDWLHQWH[SODLQLQJKRZWKHSDWLHQW¶VFOLQLFDOSUHVHQWDWLRQOHGKLPWREHFHUWDLQWKDWGHDWKZDV
approaching. His account included:  the chronic serious diagnosis; the patienW¶VFOLQLFDOVLJQV
and hemodynamic instability; the aggressive supportive treatments the patient was receiving; 
complicated disease progression; recurrent admissions to critical care unit and previous health 
history: 
He was a 60-62 years old male; he had end-stage renal disease and he had a 
permacath (catheter for hemodialysis); he was on haemodialysis. The perm 
catheter sit became infected and after that the patient developed septic shock. 
Before his last admission to Intensive care unit, he had recurrent visits to our 
unit in his early stage of sepsis; the visits were for courses of antibiotics and 
then discharge. You know admission, treatment and then discharge and so on 
so forth. In his last visit (where he died) the patient had sever septic shock; the 
patient had a severe fever and hypotensive; on maximum blood support, 
dopamine, adrenalin and his Glasgow-coma-scale was three (patient on deep 
coma). There was no good progression for that case. You know he was well 
known for us due to his recurrent visit, old, unconscious hemodynamic unstable 
                                                 
3
 ³«´0HDQVVNLSSHGLUUHOHYDQWGDWD 
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and maximum support he was surly dying. He stayed less than one week in that 
state and then he died. (Charge Nurse 2, H1, Intensive Care Unit) 
This experience was echoed by nurse five, who reported that based on her experience with 
working with critically ill patients; she felt that she could now easily identify those who were 
dying. This was clear in her account of one particular case: 
N5: We had an old man patient; he was recurrently admitted to our unit. He 
was under supervision of Doctor X; his case was a heart block, heart failure 
and his ejection fraction was within twenties. His heart rate was between 30 
and 40beat/minute. They (physicians) inserted an internal-cardio-defibrillator 
3 weeks before his death. Last week he again admitted with a congested heart 
failure; he is actually transferred from hospital X. He stayed for one week on 
maximum support. (Senior Nurse 5, H1, Coronary Care Unit) 
R: When did you realise that the patient is dying? 
N5: Actually, from the first time KHZDVDGPLWWHGVLQFHKHZDVFOLQLFDOO\µWLUHG¶4; 
it was apparent that he was dying. You know by experience, you could know the 
dying patients once you see the patients. (Senior Nurse 5, H1, Coronary Care Unit) 
In summary, the staff interviews showed that they worked very frequently with dying patients 
DQG WKDWEDVHGRQDFRPELQDWLRQRI WKHLUFOLQLFDOH[SHULHQFHDQGNQRZOHGJHDERXWSDWLHQWV¶
clinical presentations, they felt able to identify those who were dying. The next section 
describes how staff cared for patients whom they realised were dying and what their normal 
practice is with such cases. 
5.2.2 Normal practice 
The last patient who died and I cared for was a cancer patient, but as for the 
last non cancer patient (Silent for a moment) the patient was an elderly man 
who had a stroke. The problem was initially an ischemic stroke, then after 
receiving the anticoagulants treatment, which we had prescribed, the patient 
developed a hemorrhagic stroke. The patient then deteriorated more and more 
as he became de-saturated and experienced minor aspiration; as a result he get 
an aspiration pneumonia, namely, lung infection. Thus, the chest infection plus 
the decrease in the level of consciousness were the indications to intubate the 
patient until he regains his health so then we can extubate the patient, The 
                                                 
4
 µ7LUHG¶ KDV D YHU\ VSHFLILF PHDQLQJ LQ WKH -RUGDQLDQ FULWLFDO FDUH XQLWV¶ FRQWH[W ,Q GLVFXVVLRQ ZLWK P\
supervisors, I realised that this is not a term that is commonly used elsewhere. On reflection, this word is used to 
UHIHUREOLTXHO\WRDG\LQJSDWLHQW7KHVWDIIFRPPRQO\XVHWKLVZRUGLQVWHDGRIXVLQJWKHZRUGRIµG\LQJ¶EHFDXVH
RI WKHLU GLIILFXOWLHV LQ EHLQJ RSHQ ZLWK IDPLOLHV WKDW D SDWLHQW LV G\LQJ 7KXV WKH ZRUG µWLUHG¶ LV XVHG WR
communicate information that is otherwise not permissible to provide. 
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problem was that his chest infection deteriorated more and because of his chest 
infection he developed sepsis, septic shock, multi-organ failure, disseminated 
intravascular coagulopathy, and subsequently he died, God bless his soul. 
(Senior Doctor 3, H1, P1, L20) 
Doctor three in the quote above recalled his experience of working with the last person who 
died and for whom he provided care. The patient was in the intensive care unit for 10 or 11 
days before death. The doctor recalled that the patient was an elderly man who had had a stroke 
and deteriorated very rapidly and unexpectedly. However, he went on to explain that as a 
medical team they realised that the patient was going to die in the early days of his stay in the 
intensive care unit, because of his  clinical presentation: 
We were aware that the patient will die when he first had aspiration pneumonia. 
Namely, (silent moments) it was in the 2nd to the 3rd day of his admission. (Senior 
Doctor 3, H1, P2, L24) 
Nevertheless, the doctor reported (see quote below) that identifying that the patient was dying 
did not change anything in relation to the treatments provided; this followed the usual pattern 
of care provided for all others patients. The doctor makes a reference to the role of the family 
DQG WKHLU DVVXPSWLRQV DERXW WKH SDWLHQW¶V FRQGLWLRQ WKHVH LVVXHV DUH GLVFXVVHG LQ WKH QH[W
chapter), reporting that these make it impossible for any treatment to be limited or withdrawn. 
The doctor refers to potentiDOO\IXWLOHWUHDWPHQWVDVµKHOS¶LQXVLQJWKLVZRUGKHDSSHDUVWR
recognise that the supportive medical treatments were prolonging the dying process instead of 
being curative:  
From the 3rd day and to the last moment we kept same treatments and same 
management. There had not been any change in the care. You know there was 
no consent from the family. The family presumed that all what had happened to 
the patient were a hospital's mistake. So you can't, while the family has this 
presumption, and it is impossible to suggest on them to "withdraw any help from 
this patient". It is difficult. It was impossible for us to suggest such a suggestion 
even though we knew that "he will die". (Senior Doctor 3, H1, P2, L22) 
As shown by the data above, all the staff viewed caring for almost all critically ill patients 
whose death was imminent as µordinary¶ rather than µextraordinary¶. They described a general 
pattern in which aggressive modalities of treatment are pursued for all patients, with some rare 
exceptions. For example, nurse three, an oncology master degree holder nurse, commented on 
the type of medical treatments that the dying patients usually received: 
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Generally, there are no changes. On the contrary, they continue with aggressive 
care to the last moments of death. There are no decisions that this patient is end 
of life and we have to change the care or to stop or withdraw any treatments. 
There are no such things in intensive care unit. Here everything will be stopped 
and removed when the death in confirmed. Even normal or regular care e.g. 
daily blood test and daily chest x-ray will continue to last moments. There is not 
something like palliative care or end of life; all is aggressive care. (Junior Nurse 
3, H1, Intensive Care Unit) 
When it becomes clear that a patient is dying in spite of maximal treatment staff described how 
the actions taken usually involved keeping a patient on full medical support while withholding 
further escalation of intervention and at the time of death, the cardiopulmonary resuscitation 
would be attempted except for some circumstances mentioned under the next section. For 
instance nurse four described how in the medical intensive care unit, there was no category of 
µG\LQJSDWLHQW¶: 
For medically ill patients, here in intensive care unit actually and generally, we 
GRQ¶W KDYH VRPHWKLQJ FDOOHG G\LQJ SDWLHQWV 7KHUH DUH SDWLHQWV ZKR UHDFK
maximum level of support, like tracheostomy, maximum vasopressor and BEG 
(percutaneous endoscopic gastrostomy). With WKHVHSDWLHQWV\RXNQRZWKDW¶V
enough in terms of medical care. I mean we leave them as they are until death 
since there are still no treatments to be given except cardiopulmonary 
resuscitation at the time of death. (Junior Nurse 4, H1, Intensive Care Unit) 
Interviewees reported that only when all medical treatments were exhausted was there 
sometimes a change in the focus. They reported that the level of general activity and attention 
for these patients was gradually decreased. This decrease in the level of care involved the care 
of both patients and their families and involved minimal attention to specific changes in 
SDWLHQW¶Vparameters; minimizing communication with families; minimal discussion between 
staff about a SDWLHQW¶VFRQGLWLRQDQGa decrease in a SDWLHQW¶VPHGLFDOVXSHUYLVLRQ. This change 
occurred informally and without planning. Staff described how they felt that such a practice 
was UHDVRQDEOH LQ WKH FRQWH[W RI SDWLHQWV ZKRVH VLWXDWLRQ WKH\ SHUFHLYHG WR EH µKRSHOHVV¶
exhaustion of available treatments and time limitations. Table 5.1  illustrates how the issues 
described above featured widely among staff in their interviews. 
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Table 5.1: Normal practice 
1. Other than cancer and brain dead patients no, no; there are no change. As a medical patients 
No! Everything is kept as normal. (Senior Nurse 1, H1, General-Intensive Care Unit) 
 
2. Usually, for medical patients, there is no change. I mean usually the change occur either for 
surgical patients such as patient with a metastasis cancer or neurosurgery such as IVH (intra 
ventricular haemorrhage), ICH (intra cranial haemorrhage). These neurosurgery cases is a 
common cases where brain dead happened, but for medical patients usually or always No. 
1RWKHUHLVQRFKDQJH,KDYHQ¶t experienced that. (Senior Doctor 9, H1, cover all critical care 
units) 
 
3. In terms of medical treatments, there is no big change happening. I mean that the patients 
NHHSWDNLQJWKHWUHDWPHQWVWKDWWKH\QHHGWRWKHODVWPLQXWHVRIGHDWK,KDYHQ¶WH[SHULHQFed 
VRPHWKLQJ OLNH D GRFWRU VWRS DQ\ VSHFLILF PHGLFDWLRQ RU DQ\WKLQJ HOVH EHFDXVH LW GRHVQ¶W
benefit the patients. No, no, no, there is nothing like this. Namely, the patients keep taking 
full managements and full medications. As medical patients there will never be any 
negligence or to deal with them as that is enough (in terms of care) or this treatment no need 
IRULWRUWKDWWUHDWPHQWGRHVQ¶WKHOSWKHSDWLHQW+HDG Nurse 1, H1, Coronary Care Unit) 
 
4. You know, for critically ill patients and after a while from exhausting treatments and nothing 
remains to do, they (doctors) start to give less care to these patients. For example, during 
PRUQLQJPHGLFDOURXQGZHVWDIIGRQ¶WJLYHWRRPXFKWLPHRUFDUH for these patients, do you 
see what I mean?; keep everythiQJDVLW LVDQGGRQ¶WFKDQJHIRUH[DPSOHWKHDQWLELRWLFRU
increase the dose of medication and so on. They (lead doctors) used to say for these patients 
³GRQ¶WSXVKKDUG´IRUWUHDWPHQWs DQG³GRQ¶WSXVKKHDUW´IRUcardiopulmonary resuscitation. 
For example, we have a patient on bed number 4; I am sure that the lead doctor will come 
DQGVD\³GRQ¶WSXVKKHDUW+HDG1XUVH H2, Medical Intensive Care Unit). 
 
5. The last thing the doctor did I had experience is to leave the maximum support as it is. For 
example, if the temperature starts to increase or the white blood cell increase, the doctors 
don't increase the dose of antibiotic or change the antibiotic, in the medical round the 
specialist pass the dying patient to other patients, we (staff) used to use the same statement 
WRSDWLHQW¶VIDPLO\DQGZKHQHQGRUVHWKHSDWLHQWEHWZHHQXV³WKHVDPHVLWXDWLRQQRWKLQJ
QHZRUQRWKLQJFKDQJHG´  (Charge Nurse 9, H2, Coronary Care Unit) 
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5.2.3 Exceptions to normal practice 
Let me makes it clear for you, with-holding and withdrawing treatment 
decisions are to some degree common for patients who had cancer or were 
brain dead. It is totally dependent on SDWLHQW¶V OHDG physician, patient¶V 
condition and SDWLHQW¶Vfamily as well (if family members were accepting and 
understanding). Thus, end of life care for other dying patients most of time 
include withholding on maximum treatments and not withdrawing. (Senior 
Doctor 3, H1, cover all critical care units) 
Doctor three talked about some µGHYLDWLRQV¶IURPWKHQRUPDOSDWWHUQRIFDUH that would take 
place if patients were brain dead or had advanced cancer. Additionally, the doctor mentioned 
factors that play a role in facilitating that deviation; these included family type, lead physician 
W\SHDQGSDWLHQW¶VFRQGLWLRQWKHVHLVVXHVDUHGLVFXVsed later on in this chapter and in the next 
chapter). Even though exhausting medical treatments was a common pattern in the care of 
critically ill patients, other participants confirmed that deviation was possible in certain 
contexts: these are explored below. 
5.2.3.1 Brain dead patients 
Even if a patient is confirmed as being braLQ GHDG , ZRQ¶W ZLWKGUDZ DOO 
treatments or remove him from the ventilator. What I do is not to add any new 
treatments. Like if the patient developed a nosocomial infection during his stay 
LQWKHKRVSLWDO,ZRQ¶WDGGDQRWKHUVWURQJHUDQWLELRWLFEHVLGHVWKHDQWLELRWLFV
he is already taking. I may avoid requesting septic work up or blood culture, 
since it would have no benefit. But I would QRWFXWRIIVRPHWKLQJ,¶PDOUHDG\
giving the patient. (Senior Doctor 3, H1, P9, L32) 
For the staff, patients who are brain dead are most cleDUO\DQGTXLFNO\LGHQWLILHGDV³dying´
Road traffic accidents, falls, congenital anomalies and cerebrovascular accidents were the most 
common causes of brain death that the participants encountered; often among young people. 
For brain dead SDWLHQWVWKHUHZHUHVHYHUDOSDWWHUQVRIUHVSRQVHVLQSDUWLFLSDQWV¶LQWHUYLew data 
describing the care that was provided to these patients. Many staff like doctor three described 
how even brain dead patients were not treated any differently. For example, nurse 14 below 
reported that the same type of normal care is applicable for these patients. 
1DPHO\ZKDW,¶PJRLQJWRWHOO\RXUHJDUGLQJWKHVHSDWLHQWVEUDLQGHDGLVWKDW
every specialist has his own protocol. Even though the patient is dying, he will 
continue with usual treatments and keep working with the patient to the last 
SDWLHQW¶VEUHDWK(Senior Nurse 14, H1, Intensive Care Unit) 
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While doctor three reported that he hardly changed his usual practice with brain dead patients, 
there were different practices described by other staff. For example, nurse one below shared a 
discussion that happened between the nursing and medical staff about the variation in the care 
provided for different patients who are brain dead and also around providing futile treatments 
for such types of patients. The participants explained that this difference in the care provided 
was based upon patients¶ OHDG SK\VLFLDQV¶ SHUVSHFWLYHV DQG W\SH RI SDWLHQW
V IDPLly (as 
described in chapter 6). 
Actually, there is (futile care) and we always discuss these things with doctors 
(resident doctors); I mean suggesting that it is enough for such patients in terms 
of intensive treatments. One time we had a brain dead patient and at that time 
I had a discussion with one resident doctor saying: one patient had been 
admitted before one month and he was brain dead and at that time you (doctors) 
discontinue all medications and all lab and diagnostic tests, okay with this brain 
dead patient why you still doing all these things? We used to talk to residents 
doctors it is enough for these patients and you have to discontinue all treatments 
because really it is useless. Why is that? Why daily arterial blood gases? Why 
we need to punctXUHWKHSDWLHQW¶VDUWHU\HYHU\GD\DQGWKDWFDXVHKHPDWRPD"
What do you need from changing the ventilator setting? Nothing changed; it 
should be sufficient in terms of medications, diagnostic tests and other 
treatments. But they used to say that this is what the lead physician requests and 
if the lead physician wishes, he will stop them. (Senior Nurse 1, H1, Intensive Care 
Unit) 
Other medical staff talked about the experience of stopping everything that is unnecessary for 
patients who were diagnosed as brain dead. For example, doctor number four recalled her 
experience of withdrawing treatments from a confirmed brain dead patient: 
2QFHWKH\³QHXURORJLFDOSK\VLFLDQV´FRQILUPHG that the patient is brain dead 
and stop their treatments (brain saving measures), I ordered to stop all 
treatments except the ventilator, vasopressor and intra-venous fluid. (Senior 
Doctor 4, H1, cover all critical care units) 
When I asked her to explain what type of treatments she had withdrawn, she replied: 
Because brain dead patient is in deep coma and the Glasgow Coma Scale is 
equal three so there is no need for sedation. Thus, I stopped all sedations. At 
that time, even the patient had a fever (40 °C), I stopped all antibiotics because I 
realised that this fever in a central one. Also I stopped other treatments which 
we used to prescribe for brain injury patients like mannitol and dexamethasone. 
You know these treatments are useless for brain dead patients. It looks like 
throwing resources in a bin. (Senior Doctor 4, H1, cover all critical care units) 
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Another nurse who similarly voiced the issue of withdrawing treatments from brain dead 
patients was nurse 15:   
You know, here if the patient is confirmed to be brain dead and end stage, we 
discontinue all laboratory and diagnostic tests, all medications and all 
LQWUDYHQRXVIOXLGV1DPHO\MXVWNHHSYHQWLODWRUDQGWKHYDVRDFWLYHGUXJV,¶P
talking here about patients who are brain dead and most of them are post-
neurosurgery. We came across many patients like this; after they were 
confirmed to be brain dead through the tests that they (neurologist) used to 
demonstrate in order to confirm brain dead, all tests, all medications and 
intravenous fluids were stopped. (Junior Nurse 15, H1, Coronary Care Unit) 
5.2.3.2 Cancer patients 
The change usually occurs when we reach to the judgment that this patient has 
an advanced cancer, or it is non-treatable cancer. Any type of cancer reaches 
the 3rd or 4th stage is non-treatable. Otherwise, if it was 2nd stage for example it 
will extend further, even if it was complicated. Thus, the cutoff point is when the 
patient knows that he has cancer and it is in its end stage; but not before this 
point. At that time, ZHZRXOGFRXQVHOSDWLHQWV¶ IDPLOLHV WR LQWXEDWHRUQRW WR
intubate the patient.  (Senior Doctor 3, H1, cover all critical care units) 
In this quote, doctor three talked about the second circumstance in which deviation could 
happen. This was with cancer patients who are admitted to critical care units at the end of life. 
The doctor reported that generally the deviation became possible at the point at which the 
SDWLHQWZRXOGEHFRQVLGHUHGIRULQWXEDWLRQKHZRXOGWKHQWU\WRVSHDNZLWKWKHSDWLHQW¶VIDPLO\
and counsel against intubation.  
The presence of patients with advanced cancer was a very common phenomenon in the study 
hospitals. Staff reported that patients admitted to intensive care with advanced cancer often 
received different care compared to other dying patients. In such situations, the option of 
limiting invasive treatments was often more openly discussed with families and seen as 
acceptable &RQFXUULQJ ZLWK GRFWRU WKUHH¶V UHSRUW PRVW VWDII UHSRUWHG WKDW WKH FKDQJH WRRN
place when the patient was considered for intubation. %\µZRUNLQJDURXQG¶WKHSROLF\RIDJDLQVW
medical advice (discussed below) and where mutual agreement could be established with the 
SDWLHQWV¶ families, decisions were possible to withhold intubation and related invasive 
treatments. For instance, head nurse one shared a story where a decision not to intubate a cancer 
patient was made: 
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There was a female patient who came as a transfer to me from the 10th ward; 
she had cancer. For this patient I could say yes there was a decision. Form its 
transfer the patient was apparently "for dying" or for cardiopulmonary 
resuscitation. The physician spoke with the family and they asked not to put the 
patient on the mechanical ventilator and you just leave her. At that occasion, 
the doctor told us to leave the family with the patient and that the family was 
consulted and accepted not to put the patient on the mechanical ventilator for 
the time being. The doctor made the family VLJQWKDWWKH\GLGQ¶WZDQWWKDW. (Head 
Nurse 1, H1, Coronary Care Unit) 
The participants alluded to a number of possible explanations why there was a difference when 
working with dying cancer and non-cancer patients. They perceived that the families of dying 
cancer patients have had WLPHWRXQGHUVWDQGDQGDFFHSWWKHLUSDWLHQWV¶FRQGLWLon and what the 
outcome will be. Thus they felt able to communicate to families that the patient is dying more 
openly and frankly. Additionally, the staff explained that WKH IDPLOLHV¶ SHUFHSWLRQ towards 
cancer plays an integral role.  Staff described how many families perceived that cancer is not 
possible to cure and is correlated with death, while seeing other illnesses very differently.  For 
example, doctor 8 talked about family perceptions towards cancer and other illnesses:  
%HFDXVHDV,KDYHWROG\RXEHIRUH«WKHIDPLO\NHHSVKRSLQJWKDWWKHSDWLHQW
V
condition is treatable. It is a medical disease and it is treatable, not like cancer 
which has no cure. Cancer is socially known for having no cure. But medical 
conditions they (patient's family) just keep saying: "there is a treatment" for his 
condition. (Senior Doctor 8, H1, cover all critical care units) 
5.2.3.3 Frail elderly patients 
Now regarding other patients, their age plays an essential role. Namely, if the 
patient was in the extremes of age very elderly, it is possible to intubate or not 
intubate him/her. It is not the benefit of the treatment that counts, but we also 
inform the family of the risks of such procedure on the patient's wellbeing: we 
may lose the patient during intubation procedure itself. The family may take the 
decision to not intubate the patient if they were informed of the risks. (Senior 
Doctor 3, H1, P6, L33) 
Doctor three described how a similar pattern of care followed with dying cancer patients would 
also be followed in the care of very frail and elderly patients. Across all conducted interviews 
where this issue was mentioned, staff explained that the change commonly occurred when a 
decision needed to be made about elective intubation and influenced the subsequent pattern of 
treatments provided to the patient. For example, this experience was voiced by nurse 8: 
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For example, one time, a night covering doctor did an intubation for a patient 
as the patient become tired; the doctor did not know about the criticality of the 
SDWLHQW¶VFRQGLWLRQ In the second day, the specialist doctor who is responsible 
upon the patient said it was better not to do that; the specialist means that it is 
better to leave the patient without intubation, especially because the patient was 
elderly. When a patient is of advanced years the family may accept the idea of 
inevitability of SDWLHQW¶VGHDWKDFFHSW WKH idea that according to his age the 
response to treatments will be very low. (Charge Nurse 8, H2, Medical Intensive 
Care Unit) 
5.2.3.4 Family led care 
It depends on how much the family understands the situation and how much 
they consent to it. It depends on them; they may even themselves ask you to do 
that (withholding or withdrawing). This actually possible and we have done it 
many times. (Senior Doctor 3, H1, P6, L12) 
Another situation where deviation from what the staff reported DVµnormal practice¶ occurred 
when the FULWLFDOO\LOOSDWLHQWV¶IDPLOLHV WRRNWKH OHDGDQGDVNHGIRUa limitation of invasive 
treatments LQ WKHLU UHODWLYH¶V FDUH. Staff described how this could sometimes happen when 
patients had a family member who was a health care professional or where family members 
were especially highly educated and insightful DERXWWKHSDWLHQW¶VVLWXDWLRQRUZKHUHWKHUHZDV
DSDUWLFXODUO\JRRGUHODWLRQVKLSEHWZHHQIDPLO\PHPEHUVDQGWKHSDWLHQW¶VVSHFLDOLVWSK\VLFLDQ
Here, I will give just an example from the staff experience; fuller details about this issue are 
presented in the next chapter. This example was voiced by junior care nurse 12: 
In the same time you distributed the questionnaire, there was a case. Actually, 
the patient was on maximum blood support, dopamine, adrenalin and his 
Glasgow-coma-scale was three (patient on deep coma). Then secondary to 
heart failure, he developed a renal failure. There was no good progression for 
WKDWFDVH2QHRIWKHSDWLHQW¶VIDPLO\PHPEHUVZDVDGRFWRUDQGKHGLGQ¶WZDQW
a cardiopulmonary resuscitation to be carried out for the patient. The only thing 
WKDW KH GLG ZDQW LV WR NHHS WKH SDWLHQW¶V EORRG SUHVVXUH DQG UHVSLUDWLRQ
supported until he got a systole and this actually what happened. The patient 
stayed here in our unit nearly for one week or something like that and then he 
passed away. (Junior Nurse 12, H2, General Intensive Care Unit) 
Staff experience of withdrawing life support treatments 
Even though the staff reported that some invasive treatments might be limited in some groups 
of patients and in some circumstances, they also reported that that there are two treatments 
which are almost never stopped in any circumstances: mechanical ventilation and vasoactive 
drugs. While almost all staff agreed with giving up other active treatments which they 
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SHUFHLYHGZRXOGQRWOHDGGLUHFWO\WRSDWLHQW¶VGHDWK if they were stopped (this included such 
things as: antibiotic support, unnecessary blood samples and diagnostic tests); all were totally 
against withdrawing any treatments (including mechanical ventilation and vasopressors) which 
they perceived led to death quickly and directly. Removal of these treatments was seen to be 
akin to active euthanasia by the staff. Two patterns of responses were found in relation to this. 
While some staff perceived withdrawing ventilation and blood supportive treatments as a way 
of GLUHFWO\³killing´ WKHSDWLHQWRWKHUVXVHGWKHZRUGµHXWKDQDVLD¶FOHDUly. It seemed that the 
staff struggled with many of the issues and concepts related to non-treatment decisions and 
were confused about the potential overlap with euthanasia.  This can be seemed from the 
interviews with nurse three and doctor four: 
N3: In terms of myself, I'm with withholding and withdrawing the treatments 
that are useless and also contribute to unreasonable suffering to the patients 
like antibiotic, samples and screening tests. Yet, treatments which if removed 
will end the patient's life like ventilator or vasopressor; I'm worry about them 
because withdrawing them looks like killing patient; with this you switch the 
SDWLHQW¶VOLIHRII(Junior Nurse 3, H1, Intensive Care Unit) 
D4: Once family members accept that their relative is dying, between us as a 
staff we might withhold or withdraw some hopeless treatments except the life 
supportive ones like ventilator or vasopressor. This to avoid falling into what is 
called active Euthanasia which I think it is prohibited legally and religiously. 
(Senior Doctor 4, H1, cover all critical care units) 
Even though all participants reported that it was impossible for a mechanical ventilator to be 
withdrawn, one participant reported that she had experienced an occasion when there was a 
decision by DSDWLHQW¶VIDPLO\WRZLWKGUDZDOOWUHDWPHQWVLQFOXGLQJPHFKDQLFDOYHQWLODWRUDQG
vasoactive drugs. This participant described how the family was highly educated and well 
aware of the hopeless state of WKHLUUHODWLYH¶VFRQGLWLRQ,QDGGLWLRQthe relationship between 
the family and the lead physicians was very close (this issue is examined in more detail in the 
next chapter): 
The case was a neurosurgery one where brain-death had been confirmed at that 
time. Once they (family members) were informed that the patient will stay on 
same state (persistent vegetative state), and there is no hope for survival, they 
asked for everything to be withdrawn. You know, they were very respectful, 
PLQGHGDQGUHDOLVWLFIDPLOLHV,KDYHQ¶WVHHQany others like this family in my 
life, and they were always in contact with the patient lead physician by phone. 
(Senior Nurse 11, H2, Medical Intensive care unit) 
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7KHKRVSLWDOSROLFLHVUHODWHGWRHQGRIOLIHFDUHWRJHWKHUZLWKVWDII¶VHWKLFDODQGUHOLJLRXVYDOXHV
and beliefs were the main issues that participants perceived greatly affected their management 
of patients. In terms of the hospital policies, the participants explained that Jordan lacks any 
national health care laws or policy in particular for palliative care and end of life care. There is 
thus no formal clinical or legal guidance about making end of life care decisions which might 
be applied in a setting like critical care unit. Therefore hospital policies that did exist did not 
necessarily reflect any wider framework of understanding about ethical issues in end of life 
care and decision-making. The next two sections describe the hospital policies and explore how 
the staff seek to 'work round' the policies when providing care to patients whom they recognise 
are dying. In the final section, the range of staff beliefs and values in relation to death are 
explored and discussed. 
5.2.4 Hospitals end of life care related policies 
From my perspective, the problem is that there are no standards to work 
according to them and this will make us suffer too much, all of us. Here in 
Jordan, there is a policy, I mean according to the Jordanian health laws, it is 
the right of all patients to receive the care that they deserve or need. Then, 
according to law, it is not permissible to demonstrate the option of do-not-
resuscitate and it also forbids withdrawing the life support measures. However, 
we might withhold or withdraw the other active managements in some 
circumstances. (Senior Doctor 3, H1, P13, L19) 
A hard copy of the policy documents that might relate to providing care for dying patients in 
both hospitals was obtained before starting qualitative data collection. Although both hospitals 
have polices with similar titles, an examination of the documents showed somewhat different 
content. Within both hospitals there are general policies that are applicable to the care of all 
patients (including those who are dying) and others with particular relevance to the care of 
dying patients. For the purpose of this chapter, focus is placed on the policies that have 
particular relevance to dying patients. All policies documents were originally written in English 
and a summary of their contents is presented below. An anonymised copy of the policy is also 
included in Appendix I for reference. Below, is a description of the end of life care policies in 
each hospital: city hospital one and city hospital two. 
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5.2.4.1 City hospital one (H1) 
In this hospital, there are two policies of relevance to the care of the dying patients: 
1. ³(QGRILife and Dying Patients Care´ 
2.  ³Do-Not-Resuscitate´ 
 Policy: µ(QGRILife and Dying Patients Care¶ 
This policy states that health care professionals should be aware of the specific needs of dying 
patients including:  
1. Management of primary and secondary symptoms. 
2. Pain management. 
3. Responding to the unique individualised psychosocial, spiritual, emotional, religious, 
beliefs, cultural concerns needs of dying patients and their families and involving them 
in care decisions.  
This policy is a four page document with four sections:  
1. ³5HOLHYH WKH '\LQJ 3HUVRQ¶V 3DLQ´ ,Q WKLV VHFWLRQ D UHIHUHQFH LV PDGH WR WKH SDLQ
assessment and management policy. 
2. ³.HHSWKH3DWLHQW &RPIRUWDEOH´ 
3. ³+HOSWKH3DWLHQWWRD3HDFHIXO'HDWK´ 
4. ³&DUHDIWHU'HDWK´ 
Under each section, there are a number of items (between 9 and 11). On the last page of the 
policy there is a three line paragraph that outlines the importance of nursing staff supporting 
and comforting each other when one of their patients die and signposts for referring the patients 
and their families to social services if they ask for that. Table 5.2 below presents a general 
overview of the four sections along with a summary of their items. 
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Table 5.2: Policy of end-of-life and dying patients care (H1) 
5HOLHYHWKHG\LQJSHUVRQ¶VSDLQ 
1. Relieve and stop suffering is one of the main goals of health care professionals. Measures 
to relieve pain are fully described in the policy of pain assessment and management policy. 
2. Trust patients saying about his / her pain rather than just draw on your own evaluation. 
3. Give proper pain medications in proper doses that give the most pain control. 
4. Combine pain medication to increase their effectiveness (giving examples). 
5. Use simplest rout to give medications (by mouth if feasible, sub coetaneous if not able to 
swallow and so on). 
6. Using non pharmacological measures to control pain including music, comfortable position 
and so on. 
7. No matter for addiction with dying patients. 
8. Reduce breathing (respiratory depression) is not important for dying patients. 
Keep the patient comfortable: 
1. Treat any discomfort the patients would complain. 
2. Some discomforts would result from pain management such as constipation. In that case 
give the patient high caloric diet, encourage him/her to drink fluid and laxative may be 
KHOSIXOHWF'RQ¶WIRUFHWKHSDWLHQWWRHDWDQGSURYLGHIRRGVKHZLVKHV 
3. Keep the patient clean (frequent bath, mouth care and so on). 
4. Keep the patient in a comfortable position. Help the patient to get out bed, set him/her in a 
chair if possible or change position every two hours if the patient is complete bed rest. 
5. Ease patients breathe including helping the patient to be in setting position, giving oxygen 
and suctioning throat. 
6. (YHQWKHSDWLHQW¶VGHDWKLVFORVHVKHFDQKHDUDQGVWLOOIHHO\RXUWRXFK 
Help the patient to a peaceful death: 
1. Ask patients and their families about their SUHIHUUHGSODFHLQODVWGD\VRISDWLHQW¶VOLIH,I
they want go home teach the family how to care for their patients and in particular how to 
give pain medications. If the patient stay at hospital try, as much as possible to do what the 
patient and the family want. 
2.  Make the patients feel secure and safe that s/he will not be lifted alone and calm any fears 
by assuring that s/he will not suffer. Provide psychosocial support for families 
3. Keep the family informed about the patient and let them know when death is near. 
4. Allow the families to stay as much as they want with their patients. 
5. 5HVSHFWWKHSDWLHQWV¶SUHIHUHQFHVH[VKHGRHVQRWZDQWWRHDWWRJHWRXWRIEHGHWF
accept their feeling and allow them to talk about themselves. 
6. Support the patient if he has unfinished business and provide spiritual care. 
Care after death: 
$OOLWHPVDUHDERXWDOORZLQJWKHSDWLHQW¶VIDPLO\DWLPHWRVD\JRRGE\HFRPIRUWLQJWKHIDPLOLHVDQG
allow them to grieve, providing clean and non-complicated environment for families and prepare the 
SDWLHQW¶VERG\E\WDNLQJDZD\DOOHTXLSPHQWDQGVXSSOLHVIURPWKHEHGVLGHDQGSXWKLPKHULQSURSHU
position (description provided). 
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3ROLF\µ'R-Not-5HVXVFLWDWH¶ 
This policy is a one page document. It declares that the do-not-resuscitate order (defined as not 
to perform cardiopulmonary resuscitation in case of cardiopulmonary arrest) is not allowed. 
This policy has three items. 
1. All collapsed patients must be resuscitated according to guidelines. 
2. If the patient/family requests that resuscitation is not carried out, they should be 
informed of the policy and offered the alternative of transferring the patient to another 
hospital which provides the do-not-resuscitate process. 
3. 7KHOHDGSK\VLFLDQZLOODUUDQJHIRUWKHSDWLHQW¶VUHIHUUDO 
5.2.4.2 City hospital two 2) 
In this hospital, there are two policies of relevance to the care of the dying: 
1. ³(QGRI/LIHDQG'\LQJ3DWLHQWV&DUH´ 
2. ³'R-Not-Resuscitate´ 
Policy: µ(QG of Life and Dying Patients Care¶ 
This policy is a four page document that presents a geQHUDOSULQFLSOHODEHOOHGDV³GXULQJWKH
end of life, there are lots of thing that we can offer to patients to improve the quality of life 
GHVSLWHWKHIDFWWKDWWKHLUGLVHDVHLVQRWFXUDEOH´7KHUDWLRQDOHIRUWKLVSROLF\LVGRFXPHQWHGWR
EH ³WR VXSSRUW WKH G\LQJ FOLHQW IDPLO\ DQG FDUH JLYHU´ DQG ³WR SURPRWH SHDFHIXO GHDWK´
Additionally, they define both end of life and dying terms. This policy seems to be more open 
to limiting some invasive treatments for dying patients. Table 5.3 presents a summary for the 
heading and subheadings included in the policy: 
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Table 5.3: Policy of end-of-life and dying patients care (H2) 
All physicians and nurses at H2: 
1. $OZD\VUHVSHFWSDWLHQW¶VDXWRQRP\SULYDF\DQGSDWLHQWV¶DQGWKHLUIDPLOLHVZLVKHV 
2. 5HVSHFWWKHSDWLHQWV¶ULJKWWRUHIXVHWUHDWPHQWV 
3. 5HVSHFWWKHSK\VLFLDQ¶VSURIHVVLRQDOUHVSRQVLELOLWLHVWRGLVFRQWLQXHVRPHWUHDWPHQWVZKHQ
appropriate, with consideration for both patient and family preference. 
4. Always provide comfort and symptom management especially the pain (refer to pain 
policy). 
5. Assess the patient for discomfort every two hours or as order and report it. 
6. Assess and manage psychosocial, social, spiritual and religious issues. 
7. Offer continuity of care for the patients and work in multidisciplinary approach. 
8. Educate patient/family to empower them in the stressful moment and to involve social 
worker as needed. 
Procedure: 
1. Keep patient in comfortable position and make continuous and individualised assessment 
RIOHYHORIFRQFLVHQHVVUHVSLUDWRU\V\VWHPDQGHDVHSDWLHQWV¶EUHDWKVLWWLQJXSULJKWSRVLWLRQ
suction, give oxygen); dehydration and maintain fluid and electrolyte balance. 
2. Nurses should pay special attention to general hygiene; skin care and change position 
frequently and avoid the use of aggressive therapies. 
3. Provide frequent and sensitive communication with the client and family to help them to 
cope. 
4. Monitor sign of death and document all nursing interventions and notes. 
5. Protection from injury by provided safety measures like side rails and restraints. 
6. +HOSSDWLHQWV¶IDPLOLHVWRFRSHZLWKFULVLVDQGHQFRXUDJHWKHPWRSURYLGHVHQVRU\
stimulation by talking and touching their patients. 
 Policy: µ'R-Not-5HVXVFLWDWH¶ 
This policy is a six pages document. The purposes of this policy are to disseminate to family 
PHPEHUVWKHVHULRXVQHVVRIWKHSDWLHQW¶VVLWXDWLRQDQGWRGLVVHPLQDWH³1R&DUGLRSXOPRQDU\
5HVXVFLWDWLRQ´DFFRUGLQJWRSDWLHQWVZLVKDQGVHOI±determination to die with dignity. For this 
policy to be applied, it is also portrayed at the front page that the attending physician should 
HOLFLWWKHRSLQLRQRIDWOHDVWWZRRWKHUFRQVXOWDQWVLQWKHILHOGRUUHOHYDQWILHOGRIWKHSDWLHQW¶V
condition to determine whether the policy should be applied or not. Table 5.4 presents the 
principles and procedures included in the policy. 
7KHSROLF\LGHQWLILHVDQXPEHURIFDVHVQDPHGDV³IXWLOHKHDOWKFRQGLWLRQV´WRZKLFKWKHGR-
not-resuscitate policy could be applied (such as advanced late stage cancer, irreversible multi 
organ failure, severe brain damage and congenital anomalies that are incompatible with life). 
Additionally, three pages of the policy discuss the do not resuscitate practice from a religious 
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perspective where it provides fatwas (Islamic scholar views) allowing do-not-resuscitate policy 
and allowing withdrawal of all resuscitative measures when brain death is confirmed. 
Table 5.4: Policy of do-not-resuscitate (H2) 
Policy principles: 
1. Do not leave the burden to the family members to take the decision of do-not-resuscitate 
since it is a medical decision. 
2. The diagnosis of brain death should be confirmed by three consultants, including the 
neurosurgeon, neurologist and an anaesthesiologist. 
3. If the treating physicians find a certain modality of treatment useless or going to increase 
WKHSDWLHQWVXIIHULQJLWVKRXOGQ¶WHQIRUFHGIURPWKHEHJLQQLQJ1DPHO\ withhold certain 
useless or harmful modes of treatment. 
4. The no cardiopulmonary-resuscitation policy should be reviewed regularly as appropriate.    
Procedure: 
1. The attending physician should identify the patient whom the resuscitation is inappropriate. 
In VRPHLQVWDQFHRWKHUVPLJKWSURPSWWKHSK\VLFLDQVWRFRQVLGHU³1RFDUGLRSXOPRQDU\-
UHVXVFLWDWLRQ´HJQXUVHV 
2. (OLFLWWKHRSLQLRQRIDWOHDVWWZRRWKHUFRQVXOWDQWVFRQFHUQLQJWKH³1RFDUGLRSXOPRQDU\-
UHVXVFLWDWLRQ´ 
3. 7KHGLVFXVVLRQFRQFHUQLQJWKH³1RFDUGLRSXOmonary-UHVXVFLWDWLRQ´RUGHUVKDOOEH
GRFXPHQWHGLQWKHGRFWRUV¶SURJUHVVQRWHVKHHWDQGVLJQHGE\WKHWKUHHSK\VLFLDQV 
4. 8SRQUHDFKLQJDQDJUHHPHQWDGRFWRURUGHURI³1RFDUGLRSXOPRQDU\-UHVXVFLWDWLRQ´VKRXOG
be hand-written in the order sheet along with full details of the patient condition, the 
UHDVRQVIRUWKDW³1RFDUGLRSXOPRQDU\-UHVXVFLWDWLRQ´GHFLVLRQDQGWKHSDWLHQW¶VTXDOLW\RI
life. 
5. The dying patients (if conscious) and their families should be provided with on-going 
information regarding patients stDWXVDQGDWWKHWLPHRI³1RFDUGLRSXOPRQDU\-
UHVXVFLWDWLRQ´GHFLVLRQWKHSDWLHQWRULPPHGLDWHIDPLO\PHPEHUVKRXOGEHLQIRUPHG 
6. The social worker shall support the physician, patients and families. 
7. ,IWKHUHLVDFRQIOLFWEHWZHHQWKHSDWLHQW¶VIDPLO\DQGWKHWUHDWLQJSK\VLFLDQVDERXWWKH³1R
cardiopulmonary-UHVXVFLWDWLRQ´GHFLVLRQDQRWKHUFRQVXOWDQWZRXOGEHLQYROYHG,IDQ
agreement is not achieved other health care team might be involved either the Chief of the 
concerned speciality or the chief medical officer or both. If the conflict is still unresolved 
the case referred to the ethical committee. After that if still unresolved, the family should be 
informed of the option to transfer the patient to another health organisation. 
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5.2.5 Working around the available policies 
There is a defect in this hospital¶V policies. The problem with the policy is that 
there must be some agreement betweHQWKHSDWLHQW¶VVSHFLDOLVWand the family 
that this patient is dying and no cardiopulmonary resuscitation will be done. 
Despite the policy here prohibited WKH³GRQRWUHVXVFLWDWH´RUGHUEXWZHFDQGR
D ³VRFLDO FDUGLRSXOPRQDU\ UHVXVFLWDWLRQ´ If social cardiopulmonary 
resuscitation would be applied, the specialist and the family agree on making 
light cardiopulmonary resuscitation and the resuscitation team is informed that 
if resuscitation code was called GRQ¶WPDNHLWVWULFWUHVXVFLWDWLRQ³MXVWWU\´ It 
will make things easier. This thing we lack here and if it is corrected, it will help 
us. But as I have told you before the most powerful person in the policy is the 
family. (Senior Doctor 3, H1, P13, L19) 
The doctor reported that there is a deficiency in the policies that hospital one has. From his 
perspective the difficulty in applying the policy is that it theoretically places the decisions about 
SDWLHQWV¶FDUHMRLQWO\LQWKHKDQGVRIGRFWRUVDQGIDPLOLHV+RZHYHUWKHGRFWRUSRLQWVRXWWKDW
he perceives that the families have the most power in the decisions (as discussed in the next 
chapter). As presented earlier, hospital one has D SROLF\ ZKHUH WKH GHIDXOW SRVLWLRQ LV µGR
UHVXVFLWDWH¶ XQOHVV D SDWLHQW¶V IDPLO\ GLVDJUHH LQ ZKLFK FDVH SDWLHQWV ZRXOG KDYH WR EH
transferred; this is clearly often impossible in a critical care context. As a result, the doctor 
reports that although the hospital policy prohibits do not resuscitate practice, it was sometimes 
SRVVLEOHWRUHDFKDSRVLWLRQRIVRPHOLPLWDWLRQ+HGHVFULEHVWKLVDV³social cardiopulmonary 
UHVXVFLWDWLRQ´2WKHUVWDIIIURPWKHILUVWKRVSLWDOVLPLODUO\GHVFULEHG³social cardiopulmonary 
UHVXVFLWDWLRQ´ ZKLOH RWKHUV UHIHUUHG WR ³LQHIIHFWLYH FDUGLRSXOPRQDU\ UHVXVFLWDWLRQ´ RU
³FDUGLRSXOPRQDU\ UHVXVFLWDWLRQ DFFRUGLQJ WR NQRZOHGJH´ 6WDII LQ WKH VHFRQG KRVSLWDO DOVR
FRPPRQO\XVHGWKHSKUDVHRI³VRFLDOFDUGLRSXOPRQDU\UHVXVFLWDWLRQ´RUVometimes referred to 
³GRQ¶WSXVK>WKH@KHDUW´WRDOOXGHWRWKHVDPHSKHQRPHQRQ)XUWKHUGLVFXVVLRQRIWKHODWWHULV
presented below, in the context of staff perceptions of the policies relating to resuscitation.  
The staff reported that the hospital policies did not really help with the situation that applied in 
the critical care units where most of patients are suffering from acute exacerbation of chronic 
conditions and are unconscious. This was reported to be because the policies are directed 
mainly to the care of terminally ill patients who retain consciousness and for cancer patients in 
particular. Moreover, it was also reported that the policy in general refers to nursing care, rather 
than providing guidance about the direction of medical treatment. For example, the head nurse 
two from the first city hospital commented: 
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Frankly speaking, the policy (end of life policy) refer to mainly about the 
patients who are conscious e.g. relieving pain, keeping family at bed side of the 
SDWLHQWNHHSSDWLHQWV¶IDPLOLHVLQYROYHGZLWKSDWLHQW¶VFDUHDQGDOORZIDPLOLHV
to perform their ritual and so on. However, as terminally ill patients on 
YHQWLODWRU ZKR DUH XQFRQVFLRXV LW LV QRW DSSOLFDEOH ,¶P VSHDNLQJ IUDQNO\
Another thing, the policy is mainly for nursing care more than medical care; I 
mean that the policy is free from medical matters, and the doctors don't have a 
job or role in it. This is the point, basically, the physicians are not involved in 
the policy; all of it is for nursing; and you know it includes simple thing to be 
provided for patients and their families and we almost do it in our work before 
having the policy. (Head Nurse 2, H1, Intensive Care Unit) 
Similar reflections were voiced by head nurse three in the second hospital: 
The end of life care policy SRLQWVPDLQO\WR³KRZWRGHDOZLWKWKHVHSDWLHQWV´,
mean that you need to provide a psychological support for the cancer patients 
who are terminally ill and for their families. Mainly, it is directed for this kind 
of patients. In addition, it is actually nursing care, have you seen what I mean? 
This is the policy of end of life care; it is a matter of something we already do 
in the unit as nurse. (Head Nurse 3, H2, Medical Intensive Care Unit) 
The staff accounts show that to a large extent they apply the end of life care policy 
unconsciously during their daily work without making any references to it as the policy actually 
talk about usual nursing practices e.g. keep the patient clean; keep patient in a comfortable 
position and support patients and their families. 
5.2.5.1 -not-resuscitate policy 
7KHSDUWLFLSDQWV¶DFFRXQWVVKRZWKDWWKLVSROLF\LVKLJKO\IUDXJKWZLWKPHGLFROHJDOFRQFHUQV
for critical care staff (Table 5.5, 1, 2). In the first hospital the policy states that the default 
SRVLWLRQLVµWRUHVXVFLWDWH¶DOOSDWLHQWV7KHSDUWLFLSDQWVZRUNLQJLQWKLVKRVSLWDOUHSRUWHGWKDW
all patients who died were resuscitated even if some families requested that a do-not-resuscitate 
order should be made. Among the thirteen interviews completed with staff in the first hospital, 
seven UHSRUWHGWKDWWKH\KDGH[SHULHQFHGDVLWXDWLRQZKHUHG\LQJSDWLHQWV¶IDPLOLHVUHTXHVWHG
that resuscitation should not to be carried out, but that their requests were not considered 
because of policy stating that this was non-permissible and the corresponding lack of any 
IRUPDOGRFXPHQWWRORJWKHIDPLOLHV¶UHTXHVW)RUH[DPSOHQXUVHRQHVKDUHGKLVVWRU\RIWKH
last patient who died and for whom he had provided care: 
The last case died and I was assigned for was the day before yesterday or before 
three days. That patient had a pancreatic cancer and the cancer had 
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metastasised to liver and lung. The family was Christian and they requested that 
WKH\ GRQ¶W QHHG HLWKHU LQWXEDWLRQ , PHDQ UHVXVFLWDWLRQ QRU DQ\ IXUWKHU
treatments. They wanted nothing except let him dies in peace, you know just 
caring and pain relief; they said that it is enough suffering for him. The doctors 
VDLGQRWKH\LQIRUPHGWKHIDPLO\WKDWWKH\ZHGRQ¶WKDYHDSROLF\LQWKHKRVSLWDO
that permit thHLUUHTXHVWDQGWKH\DOVRGRQ¶WKDYHDIRrm to be document their 
request. (Senior Nurse 1, H1, Intensive Care Unit) 
,QWKLVKRVSLWDOWKHSDUWLFLSDQWVUHSRUWHGWKDWHYHQWKH\WKRXJKGRQ¶WKDYHDSROLF\WKDWSHUPLWV
a do-not-resuscitate practice, they tried to limit some of the invasive treatments if the family 
are agreeable. The care for the patients where families either requested that resuscitation should 
not be attempted or where they were clearly accepting that their relative was dying was reported 
to be different from the care of other patients. This difference was reported to include both the 
FDUH EHIRUH WKH SDWLHQW¶V GHDWK DQG DW WKH WLPH Rf cardiopulmonary resuscitation, as 
demonstrated by senior nurse one: 
As I said because the family requested for their patient not to be resuscitated, 
DQG GHVSLWH WKH GRFWRUV UHIXVH WKHLU UHTXHVW EHFDXVH ZH GRQ¶W KDYH VXFK D
policy, surly the care was not like other patients DQGWKDWEHFDXVHWKHIDPLO\¶V
request. For instance, when the patient started to be hypotensive, among us as 
an intensive care staff we know that the patient is do-not-resuscitate (I mean 
LQIRUPDOO\ DV UHTXHVWHG E\ IDPLO\ (YHQ ZH GRQ¶W KDYH D GR-not-resuscitate 
policy but between the staff it means sufficient in term of care; like this we 
understand each other. Otherwise, if another patient get hypotensive, we will 
start the patient of intravenous fluids and vasopressors and such these things; 
for this paWLHQWZHGLGQ¶WGRWKHVHWKLQJV. (Senior Nurse 1, H1, Intensive Care Unit) 
As described above and alluded to by senior nurse one, the staff reported a practice which was 
YDULDEO\ FDOOHG ³VRFLDO cardiopulmonary resuscitation´ ³FDUGLRSXOPRQDU\ resuscitation 
DFFRUGLQJ WR NQRZOHGJH´ ³LQHIIHFWLYH FDUGLRSXOPRQDU\ UHVXVFLWDWLRQ´ RU ³OLJKW
cardiopulmoQDU\UHVXVFLWDWLRQ´'RFWRUWKUHHLQWKHFDVHVWXG\SUHVHQWHGLQWKHEHJLQQLQJRI
this section referred to this phenomenon and later elaborated his meaning with a vivid 
description of his practice:  
What happens: we know previously through our colleagues during shift 
endorsement that the so-and-so patient, in the specific ward, has a very poor 
prognosis and we expect him arrest. Thus, the senior resident informs the team 
in advance of the "very poor prognosis" of this patient; and if the 
cardiopulmonary resuscitation FRGH ZDV DFWLYDWHG GRQ¶W SHUIRUP VWULFW
resuscitation RUGRQ¶WEHKDUGRQKLP%XWZHGRQ¶WMXVWEHVXIILFLHQWRIGRLQJ
nothing". The meaning of not performing a strict resuscitation is: ending the 
resuscitation after 10 minutes or doing resuscitation for 5 minutes and just give 
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one ampoule of Adrenaline while looking whether there is a response or not; 
and if not holding the resuscitation; all of that just because the policy stated 
that all patients should be resuscitated. (Senior Doctor 3, H1, cover all critical care 
units). 
Such practice was also echoed by doctor five: 
We have a medical knowledge and it depends on the case itself; there is a 
YDULDWLRQLQFDUH)RUH[DPSOHDSDWLHQWZKRZHNQRZWKDWKHKDVD³YHU\SRRU
SURJQRVLV´DQGKH LVJRLQJ WRGLH LPPLQHQWO\ ,¶OOJLYHKLPKLV ULJKWRIFDUH
³DFFRUGLQJWRNQRZOHGJH´,PHDQMXVWVOLJKWILYHUHVXVFLWDWLRQF\FOHOLWWOHRU
no medications and something like that. However if I have a young patient, 
patient come to emergency department or unexpected dying, I will keep trying 
as long as I can; I might stay for more than one hour in resuscitation. (Senior 
Doctor 5, H2, cover all critical care units) 
With regard to the do-not-resuscitate policy in the second hospital, the participants who were 
interviewed from this hospital reported that although there is a policy, it is vague and is not 
communicated with all dying patients or their families. Moreover, they perceived that it was 
rarely applicable to the critical care units context and then only at a very late stage. 
Additionally, they reported that there is no specific form to be completed if the do-not-
resuscitate policy is to be applied. For example, head nurse five talked about the vagueness of 
the policy and the corresponding lack of formal document to apply it: 
We have a do-not-resuscitate policy in this hospital, but it is really vague, 
frankly speaking, and it is not that much clear and directive. You know I read it 
DQG,GRQ¶WXQGHUVWDQGLWDQGLWGLIILFXOWWRIROORZ7KHSROLF\VKRXOGJLYH\Ru 
something clear and detailed; even with cases the policy mentions (where we 
can apply the policy), they are no specifications. Another thing is that the family 
should sign for that order (do-not-UHVXVFLWDWHRUGHUEXWZHGRQ¶WKDYHDIRUP
for that purpose (Head Nurse 5, H2, Coronary Care Unit). 
Head nurse three explained about the applicability of the policy of resuscitation in the second 
hospital. In her account, the head nurse explained that the policy is not applicable because of 
the difficulty in accomplishing its requirements, since it needs mutual agreement from many 
SHRSOHLQFOXGLQJWKHSDWLHQW¶VOHDGSK\VLFLDQWZRFRQVXOWDQWVDQGWKHSDWLHQW¶VIDPLO\$VLQ
KRVSLWDORQHWKHKHDGQXUVHWDONHGDERXWGRLQJD³VRFLDOFDUGLRSXOPRQDU\-UHVXVFLWDWLRQ´ 
We have a do-not-UHVXVFLWDWHSROLF\EXWLWLVQRWDSSOLFDEOH:HGLGQ¶WKDYHDQ\
patient we applied this policy upon; I mean where a family signed for a do-not-
resuscitate for their patient along with a three consultants; because the policy 
say that all of the principle doctor and other two consultants; because they 
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should consult two other doctors. In this way it is not applicable at all. May be 
that we have a patient for example a brain dead patient, a cardiopulmonary 
resuscitation would be done socially; I mean give some medications, slight 
FRPSUHVVLRQ IRUVKRUW WLPHDQG WKDW¶VHQRXJK:KHUHDVDVDpolicy, it is not 
applicable at all. No one, I PHDQ IDPLO\ DFFHSW LW DW DOO«also may be with 
cancer patients; the end stage cancer patients. For these patients the social 
cardiopulmonary resuscitation could be applied. (Head Nurse 3, H2, Medical 
Intensive Care Unit). 
Similarly to the first hospital, the participants in the second hospital reported that they use the 
resuscitation policy to a certain degree between themselves rather than following the policy of 
do-not-resuscitate to the letter; this means that it is conducted informally between the staff and 
ZLOO QRW EH ZULWWHQ GRZQ :KHQ KHDG QXUVH WKUHH WDONHG DERXW ³VRFLDO FDUGLRSXOPRQDU\
UHVXVFLWDWLRQ´VKHDOVRXVHGRWKHUSKUDVHVLQFOXGLQJ³GRQ¶WSXVKKDUG´³MXVWVXSSRUW´RU³WKLV
SDWLHQWMXVWIRUVXSSRUW´DQGGHVFULEHGKRZWKHVHSKUDVHVDUHXVHGLQGDLO\SUDFWLFH 
Because many people should be involved when demonstrating the do-not-
resuscitate policy, it is very rare to reach a position where a do-not-resuscitate 
order is written on patients file. However, what we used to see is a verbal do-
not-resuscitate order. For example, during morning medical round the lead 
physician for critically ill patient might VD\³GRQ¶WSXVKKDUG´³GRQ¶WSXVK
KHDUW´³MXVWVXSSRUW´RU³WKLVSDWLHQWIRUVXSSRUWMXVW´DQGVRRQ7KLVPHDQV
keep the patient on usual treatment e.g. keep on mechanical ventilator; keep on 
blood pressure support drugs but not aggressively (e.g. no combination); if the 
temperature goes up start antibiotics but again not aggressively (e.g. the most 
expensive drug) and so on. However, if the patient develops anything new such 
as arterial fibrillation, we provide usual care because we cannot leave the 
patient without management, but then again not aggressively, you see? But until 
QRZ QRWKLQJ ZLOO EH ZULWWHQ«« 1RW DJJUHVVLYH PHDQ IRU H[DPSOH LQ
cardiopulmonary resuscitation, it will be just 5-10 minutes; if any medication 
given it will be very small dose; the cardiopulmonary resuscitation team will 
not be requested, just doctor and nurses will be there. In antibiotic, for example, 
GRQ¶W FKDQJH DQWLELRWLF PDQ\ WLPHV QR H[SHQVLYH DQWLELRWLF RU PD\ EH QR
FRPELQDWLRQ+RZHYHU KH FDQQRW VD\GRQ¶W VWDUW DQWLELRWLFRUGRQ¶W VXSSRUW
blood pressure, do you see what I mean? (Head Nurse 3, H2, Medical Intensive 
Care Unit). 
Table 5.5, items 3-5 illustrates other staff perceptions of practice surrounding cardio-
pulmonary resuscitation. 
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Table 5.5: Working around do-not-resuscitate policy 
1. ,DOZD\VDVNGRFWRUVZK\WKLVWUHDWPHQW"$QGZK\WKDWWUHDWPHQW"7KH\XVHGWRVD\³MXVWGRLW
IRUPHGLFROHJDODVSHFWLQWKHFDVHLIVRPHRQHDVNDIWHUWKDW´6R we have to do everything and 
everything should be documented. (Head Nurse 4, H2, Intensive Care Unit). 
 
2. The hospital draws this policy (no do-not-resuscitate) from the Jordanian health law. The law 
state that you have to give patients their right of receiving the health care and the resources 
regardless whether patient is conscious, unconscious or terminal; there is nothing prevents us 
from doing cardiopulmonary resuscitation. This is what in Jordanian health laws (Head Nurse 2, 
H1, General Intensive Care Unit). 
 
3. The applicability of it (do-not-resuscitate policy is rare). Actually it is not applicable as it should 
be. We used to talk to families about this policy and 95% of them refuse the idea of do-not-
resuscitate. You know, families used to say that no RQHKDVWKHDXWKRULW\WRHQGDSHUVRQ¶VOLIH
DQGWKH\FDQ¶WGRWKDWEHFDXVHWKH\WKRXJKWWKDWWKH\PLJKWEHUHVSRQVLEOHUHOLJLRXVO\<RXNQRZ
for me for instance, I put my mother on do-not-resuscitate order. (Head Nurse 5, H2, Coronary 
Care Unit). 
 
4. In social cardiopulmonary resuscitation, they (doctors) could not give any medication, because 
the patient supposed to be already on a maximum support of dopamine and noradrenalin before 
cardiopulmonary resuscitation, so they just do chest compression for a short time and bag mask 
ventilation DQG WKDW¶V DOO«GXULQJ P\ ZKROH H[SHULHQFH , KDYHQ¶W H[SHULHQFHG D GR-not-
UHVXVFLWDWH ZDV ZULWWHQ LQ D SDWLHQW¶V ILOH the researcher asked whether families used to be 
informed about social cardiopulmonary resuscitation«Irankly not always. You know with 
WKHVHFDVHVWKHGRFWRUVXVHGWRVD\³,KDYHGRQHHYHU\WKLQJIRUWKLVSDWLHQWQRWKLQJOHIWKHLV
multi-organ failure, on maximum support of medications and may be arrested before; so what 
shall I do for the patient more thDQZKDW,GLG-XVWGRFKHVWFRPSUHVVLRQDQGGRQ¶WJLYHDQ\GUXJ
because he is already on a PD[LPXPVXSSRUW´Head Nurse 3, H2, Medical Intensive Care Unit). 
 
5. In reality and what happened in that case, the resident doctors go to patient's family and asked 
them just few ZRUGV³LIWKHSDWLHQWDUUHVWHGLQDQ\WLPHVKRXOGZHUHVXVFLWDWHKHU´7KLVZDVWKH
question and this is what usually happened. There is nothing written and 90-99.9% of times I 
didn't see anything written even there is a policies in the hospital like do-not-resuscitate and end 
of life care. (Charge Nurse 9, H2, Coronary Care Unit) 
5.2.5.2 Against medical advice form 
Findings show that the critical care staff realise that the dying patient should be treated 
differently, but because of legal constraints, they put aside their realisations and work within 
the real life constraints surrounding their practice. However, they tried to deal differently with 
dying patients in both hospitals by using a IRUPFDOOHG³DJDLQVWPHGLFDODGYLFHIRUP´. This 
should be filled by the patients or families who refuse any medical or nursing intervention. By 
using this form, the medical staff tried to provide a different modality of care where possible 
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for dying patients. They found opportunities to do so when a dying patient¶s family started to 
accept that their family member was dying and an opportunity arose to talk to the family and 
inform them that to continue with aggressive care would do nothing except cause unnecessary 
suffering. In this situation, medical staff describeGKRZWKH\GLGZKDWWKH\FDOOHG³FRXQVHOOLQJ´
(more detail in chapter 6). During counselling, the staff confirm death as is an absolute outcome 
and communicate the negative physical and emotional impact of keeping the dying patient 
under aggressive curative treatments for both SDWLHQWVDQGIDPLO\,IWKHSDWLHQW¶VIDPLO\DFFHSW
WKHLGHDWKH\ZLOOEHUHTXHVWHGWRFRPSOHWHDQGVLJQWKH³DJDLQVWPHGLFDODGYLFHIRUP´,QWKH
rare situations that this occurred, patient care could then be limited to basic supportive 
interventions (vasopressor, mechanical ventilator) with no other medical treatments until death. 
Head nurse four reported that it is difficult for families to reach agreement in order to sign the 
necessary form; this was a key barrier:  
No one, I mean GRFWRU FRXOG ZULWH GRQ¶W VWDUW GRSDPLQH RU GRQ¶W VWDUW
noradrenalin or do-not-resuscitate. However, this matter as I said to you 
become between us and in particular between medical staff like saying between 
HDFK RWKHU ³LI WKH SDWLHQW DUUHVWHG GR SXVK KHDUW´ 6RPHWLPHV WKH IDPLOLHV
themselves if they are educated or have a health care background might come 
WRSK\VLFLDQVD\LQJIRUH[DPSOHGRQ¶WZRUNDJJUHVVLYHO\RUGRQ¶WUHVXVFLWDWH
him or something like that. If that happen the family should sign for their 
request, but with the matter of signing most of time no one, I mean from family 
members, agree to sign. (Head Nurse 4, H2, Intensive Care Unit) 
7KLVIRUPZDVUHSRUWHGWREHXVHGLQWZRGLIIHUHQWVLWXDWLRQV)LUVWO\WRGRFXPHQWWKHµGRQRW
resuscitation RUGHU¶ LQ WKH VHFRQG KRVSLWDO ZKHUH LW LV DOORZDEOH ZKHQ D IDPLO\ DFFHSW RU
request that resuscitation is not to be carried out. This is because there is no particular form for 
the purpose of do not resuscitate orders. While some staff reported using this form to fill the 
IDPLO\¶VUHTXHVWRWKHUVUHSRUWHGDVNLQJIDPLOLHVWRVLJQDKDQGZULWWHQVWDWHPHQWDGGHGWRWKH
³GRFWRUSURJUHVVQRWHVKHHW´LQWKHSDWLHQW¶VILOH)RUH[DPSOHKHDGQXUVHIRXUUHSRUWHG 
:H GRQ¶W KDYH D VSHFLDO IRUP WR GRFXPHQW WKH IDPLOLHV¶ UHTXHVWV EXW WKH\
GRFWRUVXVHGWRZULWHLQWKHVKHHWRI³GRFWRUSURJUHVVQRWH´OLNHIRUH[DPSOH
ZULWLQJ³DVDVRQRUZKDWHYHUWKHUHODWLRQVKLSRISDWLHQWV¶QDPH,¶PSHUVRQ
name) I requested that for example a cardiopulmonary resuscitation not to be 
GRQHXSRQP\IDWKHU´RUVRPHWKLQJOLNHWKDW\RXVHH"$QGWKHQWKHVLJQDWXUH 
(Head Nurse 4, H2, Intensive Care Unit) 
6HFRQGO\WRGRFXPHQWWKHµGRQRWLQWXEDWHRUGHU¶LQWKHFDVHRIKDYLQJDQHQGVWDJHFDQFHURU
frail elderly patient, as reported above. This was reported to happen in both hospitals. For 
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instance, doctor number three talked about the change that could be carried out when caring 
for cancer patients: 
You may experience sometimes cases in which you have to take a decision to 
intubate or not to intubate, for example. This happens with cancer patients 
whom are in advanced cancer or have very poor prognosis; in these cases we 
may resort to this approach in which if I intubated the patient, I have to transfer 
him to the intensive care unit; and if I do so, the family won't be able to see the 
patient in the intensive care unit as in the ward. Furthermore, there is no benefit 
from the intubation. So, I ³FRXQVHOOHG´WKHSDWLHQWV¶IDPLOLHV and give them the 
choice: either to intubate the patient and put him in an isolated room in 
intensive care unit and thus there may be no space for the family to be with the 
patient, or I may let the patient in his own room with the family being around 
him without intubation while providing the other supportive care. In such 
situations the family has the choice to decide whether to intubate or not. (Senior 
Doctor 3, H1, cover all critical care units) 
In summary, the staff reported a number of obstacles with regard to the available end of life 
care policies to providing end of life care. However, they try to limit some invasive life-
prolonging treatments by used these policies to a certain degree or working around them and 
in other situations to guide families to come to the decision of treatment limitation. The next 
section describes how staff beliefs and values affect their practice of caring for patients whom 
they realised were dying. 
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 Staff beliefs and values 
As I told you before; the family always has hope, which would be wrong for us 
to increase it. The family hopes that the patient will live, and \RX FDQ¶W
contradict this. Because we know that death is not in our (power) hands it is in 
the hands (power) of God; destined and it is beyond our comprehension and 
knowledge is the hope which they hold tight. So, you have to do your job and let 
the rest for providence (God). Also, you might know that the hope which families 
have is based upon rare cases, which they have heard it from an unknown place. 
7KHIDPLO\PD\WHOO\RX³ZHKDYHKHDUGRIDSDWLHQWZKRVWD\HGGD\VLn 
coma and DIWHUZDUGKHUHFRYHUHG´ (Senior Doctor 3, H1, P11, L22) 
Doctor three talked about the religious perspective of the medical staff toward caring for dying 
patients by way of explaining why it was usual practice to continuing with care as usual even 
when recognising approaching death. From his perspective, the doctor sees that death and dying 
are matters that belong to God; no one can be completely sure that anyone is going to die, even 
if this is expected.  He drew a line between his role as a professional doctor and what should 
be left to the authority of God. 
As presented earlier, the experiences of the critical care staff show variations in the practice of 
providing care for critically ill patients who are approaching death. The staff reported that there 
would be situations where different care would be provided to patients with similar conditions. 
These variations were reported to rest with the preferences of the staff and were partly related 
to their religious beliefs and values5. 
End of life decisions (including withholding, withdrawing, do-not-resuscitate and do-not-
intubate procedure) are subjects of heated religious and ethical debate for Muslim health care 
SURYLGHUVSDWLHQWVDQGSDWLHQWV¶IDPLOLHV in national Jordanian discussions (where the Islamic 
regulations are the main source for legislations). Through these debates, some clinicians 
EHOLHYHG WKDW WKHVHGHFLVLRQVDUH³NLOOLQJ´DQG WKHUHIRUHDUHSURKLELWHG 7KHUHDUH ³)DWZDV´
(Islamic scholar opinions or viewpoints) about these issues where some of them support end 
of life care decisions and others considered it as taboo ones because all death and dying issues 
belong to God and it is a patients right to receive full care. Thus, some staff prefer to do their 
job by continuing with aggressive treatments in order to avoid these conflicts and the risk of 
forbidden actions. For instance, nurse 9 from hospital two voiced the perspective of doctors 
                                                 
5
 It is noteworthy in addition that the policies in the second hospital had a section that explored the religious 
perspective towards withdrawal of life-sustaining treatments from patients who hDYH³IXWLOHKHDOWKFRQGLWLRQV´ 
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toward withholding and withdrawing treatments. The nurse reported that such decisions are 
considered as unethical and negligent from the perspective of medical intensive care staff: 
Here the doctors considered it (withholding and withdrawing treatments) as 
unethical and other consider it as negligence. (Charge Nurse 9, H2, Coronary Care 
Unit)  
The findings show that there are great many perspectives on the applicability of religious issues 
in the care of the dying patient. The perspectives range from being completely against any 
change from the usual pattern of care to the viewpoint that seeking aggressive life-prolonging 
medical treatments is not compulsory; many perspectives fall in between. For instance, doctor 
five adopts the position that it is a religious mandate to work with all critically ill patients as 
usual and to the end. However, he is the only one who adopts this position and makes no 
exceptions:  
Now myself as a care provider, at the end I am a son for this community and I 
ZDQWWRJREDFNKRPHSXWP\KHDGGRZQRQP\SLOORZDQGVOHHS6R,GRQ¶W
want to come to the point of thinking in the night where I say if I gave that 
patient that medication or if I continue that medication for that one may God 
do thing? Yeah God may do thing; may do a miracle. I am different from those 
ZKR GRQ¶W FRQVLGHU WKHVH WKLQJV DFWXDOO\ , GR *HQHUDOO\ ,¶P DJDLQst these 
things e.g. do-not-resuscitate, withhold or withdraw. (Senior Doctor 5, H2, cover 
all critical care units)«For me, even with cardiopulmonary resuscitation, I used 
to say that nothing would prevent me from working to the end. In another way, 
the patient should take his/her right; this is the point taking their right. Namely, 
from my perspective this is a right for patients, this is my viewpoint. It is not me 
who decide whether this is patient right or not; my job is to do everything and 
our God who is the only one who can decide. Even though sometimes I identify 
that this medication is worthless or that treatment is useless, from my 
SHUVSHFWLYH,DPMXVWDPHDQ,¶PDPHDQVDQGWKHRQO\RQHZKRFXUHVLVRXU
*RG,¶PDSHUVRQEHOLHYHLQPLUDFOHV(Senior Doctor 5, H2, cover all critical care 
units) 
In contrast, nurse 9 echoed that seeking aggressive life-supporting treatments from Islamic 
perspective is not a must that every Muslim should do and withholding/withdrawing treatment 
are not considered sins. The nurse 9 reported in their accounts some Hadiths6 from where this 
rule was derived and support the viewpoint. 
                                                 
6
 Hadith In religious use is often translated as 'tradition', meaning a report of the teachings, deeds 
and sayings of Muhammad (the Islamic prophet) 
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The problem here is the misunderstanding of religion not the religious itself, 
because as I have said before that it is not compulsory to request the medicine 
and this is from my perspective (Allah is knower) and the below "Hadith" will 
prove that:  ,EQµ$EEDVRQFHVDLGWRPH¶$WDELQ$EL5DEDK³6KDOO,VKRZ\RX
DZRPDQRIWKHSHRSOHRI3DUDGLVH"´,VDLG³<HV´+HVDLG³7KLVEODFNODG\
camHWRWKH3URSKHWSHDFHEHXSRQKLPDQGVDLGµ,JHWDWWDFNVRIHSLOHSV\DQG
P\ERG\EHFRPHVXQFRYHUHGSOHDVHLQYRNH$OODKIRUPH¶7KH3URSKHWSHDFH
EHXSRQKLPVDLGWRKHUµ,I\RXZLVKEHSDWLHQWDQG\RXZLOOKDYHHQWHU
Paradise; and if you wisK ,ZLOO LQYRNH$OODK WRFXUH\RX¶6KHVDLG µ,ZLOO
UHPDLQSDWLHQW¶DQGDGGHGµEXW,EHFRPHXQFRYHUHGVRSOHDVHLQYRNH$OODK
IRUPHWKDW,PD\QRWEHFRPHXQFRYHUHG¶6RKHLQYRNHG$OODKIRUKHU´«And 
this is another "Hadith" at the time of our Prophet Muhammad death when he 
said ³Laa Ilaaha Illaa Allaah (there is nothing worthy of worship except 
Allaah), indeed death contains agony´(Charge Nurse 9, H2, Coronary Care Unit). 
This experience was also echoed by nurse 14: 
Even in religion, they (physicians) didn't learn about these issues from religious 
perspective. In religion some "Olama" (the scientific person in religion of 
Islam) said that it is not compulsory to request medicine especially if the 
medical treatment is futile (Senior Nurse 14, H1, Intensive Care Units). 
Based on these different accounts, some staff reported that they work actively with critically 
ill patients even in the face of an obvious decline in their condition in order to be on the safe 
side and to avoid self-blaming and guilt of committing sins. 7KH\UHSRUWHGWKDWWKH\GRQ¶WZDQW
to start blaming themselves when WKHSDWLHQW¶V condition and illness has deteriorated more or 
when death has occurred through their decision to limit intensive treatments. This observation 
was reported by the head nurse five: 
Another thing, they (staff) need to finish their shift work hours and go back home 
with a comfortable conscious and that all what they want. So they provide 
maximum care that they can do for the patient whatever the patients are. (Head 
Nurse 5, H2, Coronary Care Unit) 
Nursing staff tried to avoid the self-blaming and get rid of this feeling by leaving the decisions 
LQUHVLGHQWGRFWRUV¶KDQGVDQGthen following their instruction. At the same time, the resident 
doctors tried to do the same thing by handing over the role to the specialist doctors. The quote 
below details a conversation between nurse 9 and a resident doctor. The dialogue was about a 
patient who had an internal pacemaker which kept pacing even after patient death. The conflict 
point was whether to announce death and stop treatments or to continue with treatments as 
WKHUHLVKHDUWEHDWV$WWKHHQGRIWKHTXRWHWKHQXUVHSXWWKHDFFRXQWDELOLW\DWUHVLGHQWGRFWRU¶V
hand.   
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In that time, the resident covering doctor said that it is an ethical case and my 
religious and ethical instance don't allow me to say that he is dying and I 
respond to him by saying it is a taboo and unethical what you are doing, just 
look at his face, he is dead. All of that and the doctors didn't believe in that and 
he think that he must do the maximum care for all patient, whatever the patient 
was. Anyway it is up to him, he will be the responsible for his sins (Charge Nurse 
9, H2, Coronary Care Unit) 
The experience where the resident physicians handing over the role to specialists was reported 
in nurse one account: 
%XWWKH\UHVLGHQWV¶GRFWRUVXVHGWRVD\WKDWWKLVLVZKDWWKHOHDGSK\VLFLDQ¶V
request and if the lead physician wants, he will stop the aggressive treatment). 
(Senior Nurse, 1, H1, Intensive Care Unit) 
The findings show that these differences in moral and religious standpoints were reported to 
be a source of conflict between and among health care staff. The staff reported that having 
different religious and ethical positions was a challenge that they commonly encountered and 
sometimes created conflict between them. For instance a story of an experience shared by nurse 
one shows a conflict that happened between a nurse and a resident doctor surrounding 
withdrawing a treatment for a dying patient. The nurse described how the doctor asked for a 
supportive vasoactive drug to be withdrawn, whereas the nurse, from his religious view, argued 
that the medication should be continued even though it was medically futile. The power 
relationship between nursLQJDQGPHGLFDOVWDIIZKLFKWKHVWDIIFRPPRQO\UHIHUWRDV³GRFWRU
GRPLQDQWFXOWXUH´LVHYLGHQWLQWKHTXRWHEHORZDQGLVGLVFXVVHGLQWKHQH[WFKDSWHU 
There was a patient with no sign of good prognosis at all. He was on 
norepinephrine infusion. The resident doctor came and asked to stop it. We as 
nurses and from religious perspective (prohibited and permitted issues), one of 
our colleagues replied to that doctor saying: no! These things (death and dying 
issues) are belong to the God; we have to work whatever we can do; the patient 
is hypotensive, so this medication should be kept on patient even the patient is 
dying; when his time of death come he will die. At that time, the doctor said no, 
and as a medical order stops the medication. (Senior Nurse 1, H1, Intensive Care 
Unit) 
 Inter-professional communication and collaboration 
The participants alluded to how the health care related decisions including end of life ones are 
specialist led with other staff (including resident doctors) typically having few opportunity to 
KDYH LQSXW 7KH UHVLGHQW SDUWLFLSDQWV UHSRUWHG WKDW WKHLU UROH LV WR FDUU\ RXW WKH VSHFLDOLVWV¶
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recommendations and to communicate these recommendations to the patients and their families 
since the specialist spend very limited time in the critical care units. Thus, any end of life 
decision that needs to be proposed, discussed with patients or families or implemented is a 
VSHFLDOLVW¶V UHVSRQVLELOLW\ EXW WKLV UHVSRQVLELOLW\ LV UDUHO\ DFWHG XSRQ 'RFWRU  VKDUHG WKLV
experience: 
These issues (enGRI OLIH FDUH LVVXHVDUH WKH UHVSRQVLELOLWLHVRI WKHSDWLHQWV¶
VSHFLDOLVWV ,W LV QRW RXU MRE HYHQ WR GLVFXVV WKHVH PDWWHUV ZLWK WKH SDWLHQWV¶
families. Most of our communications with families are treatments and 
prognosis focused; we work in between specialists and patients and their 
IDPLOLHV7KHRQO\UROHWKDWZHZRXOGKDYHLV WRSUHVHQW WKHSDWLHQW¶VSLFWXUH
(including treatments, lab result and prognosis) to his or her specialist; 
specialist have more knowledge and experience (Doctor 6, H2, Medical Intensive 
Care Unit) 
In addition to the issue that some nurses tried to avoid getting involved in decisions surrounding 
providing care for dying patients with the technique of handing over the responsibilities as 
discussed earlier (staff beliefs and value section), nurse participants reported that they are 
usually not actively involved or take part formally and openly in these decisions. For example, 
in the quote below nurse 10 talked about his role as a nurse in the care that is provided for a 
dying patient. The nurse notes that nurses are not usually involved in decisions surrounding the 
FDUHRIG\LQJSDWLHQWV7KHLUMREZDVGHVFULEHGWREHDVIROORZLQJWRGRFWRUV¶instructions even 
if they perceived that these would be harmful and futile for the patient:    
As nurses and with experience, we do not have a problem of working with dying 
SDWLHQWV DV GRFWRUV¶ LQVWUXFWLRQV HYHQ LI \RX KDYH FRQILGHQFH LQ WUHDWPHQWV
uselessness and patient hopelessness in order not to put ourselves under 
accountability. At the end, the hospital, doctors and families will not excuse 
you; a patient family may launch a negligence complaint against you. So, with 
experience if there is an order for a medication, we will just give it; in this 
hospital, I came every shift to work my job. This because the hospital and 
GRFWRUVGRQ¶WJLYH\RX\RXUUROHDVDQXUVHHYHU\WKLQJIRUGRFWRUKHLVWKHRQO\
one who take decisions in such these issues or even in anything else. As I said, 
if there is an order, you as a nurse you have to carry out the order (Charge Nurse 
10, H2, Medical Intensive Care Unit) 
Another role for nurses in the care of dying patients was as an information resource for doctors 
about patients. Nurse two reiterated the point that nurses do not have an active role in the health 
care decisions that are taken about critically ill patients. The nurse described that their role is 
UHVWULFWHG WR WKDWRI DQ LQIRUPDWLRQSURYLGHU WRGRFWRUV DERXWSDWLHQWV¶KHDOWK VWDWXV VR WKDW
doctors can take a decision based on this information. In his quote, the nurse gives an example 
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of a patient who has a bedsore and shows how the nursing role is to describe for doctor the 
characteristic of that sore:  
RegrettablyZHGLGQ¶WKDYHDUROH*HQHUDOO\WKHOHDGSK\VLFLDQVWDNHGHFLVLRQV
by themselves and with other consultants just; they would refer to nurses 
EHFDXVHWKH\GRQ¶WNQRZDERXWWKHEHGVRUHWKDWWKHSDWLHQWKDVKHNQRZWKDW
WKHSDWLHQWKDVDIRXUWKGHJUHHEHGVRUHEXWWKH\GRQ¶WNQRZZKHWKHUWKHVRUH
is infected, granulated, have an exudate or what is the current size of the sore. 
This information, they take it from nurses in order to take a decision whether 
WKH SDWLHQW LV VHYHUHO\ VHSWLF RU QRW IURP WKH EHGVRUH 6R WKH SK\VLFLDQV¶
GHFLVLRQFRPHVVXSSRUWHGE\QXUVH¶VLQIRUPDWLRQEXWDFWXDOO\WKHQXUVHVGRQ¶W
have a role in taking any decision; the nurse is just a source for information. . 
(Charge Nurse 2, H1, General Intensive Care Unit) 
In terms of nurse-doctor communications, nursing staff reported that they are unable to directly 
speak with the specialist; they only have the opportunity of communicating with resident 
doctors who then pass the information to specialists. For example, nurse 11 articulated that 
they communicate their comments, viewpoints and suggestions to resident doctors who in in 
WXUQFRPPXQLFDWHZLWKSDWLHQWV¶VSHFLDOLVWVRQWKHLUEHKDOI 
$QRWKHU WKLQJ KHUH LQ WKLV KRVSLWDO ZH GRQ¶W KDYH D GLUHFW FRQWDFW ZLWK
VSHFLDOLVWVH[FHSWYLDKLVKHUIROORZHUUHVLGHQWV¶GRFWRUVLIZHQHHGDQ\WKLQJ
we have to talk to residents who then talk to the specialist; neither we nor the 
UHVLGHQWVKDYHDGHFLVLRQPDNHUFDSDELOLWLHV:HDOZD\VVD\³ZK\LVWKDW":KDW
DERXWWKLV",W¶VHQRXJKZLWKWKLVSDWLHQW´DQGWKHUHVLGHQWVNHHSVD\LQJ³ZHZLOO
talk to the specialist; why to call the specialist? If he wants this he will do it; 
LW¶Vthe specialist recommendations DQGZHKDYHWRIROORZ´6R,WKLQNWRNHHS
silent is a better thing (Senior Nurse 11, H2, Medical Intensive Care Unit) 
The staff reported that having critically ill patients who were supervised by more than one 
specialist would create an obstacle to providing end of life care for two reasons Firstly, because 
WKHVSHFLDOLVWVZHUHOLNHO\WRKDYHGLIIHUHQWSHUVSHFWLYHVWRZDUGWKHSDWLHQW¶VSURJQRVLVDQGOLIH
expectancy. This experience was reported clearly by doctor four: 
Different perspectives frequently happen between us as a critical care team and 
other teams. One time I was working under the critical care team. At that time 
one patient had a cancer, so from the perspective of oncology specialist, the 
patient has a chance to live 4 to5 months more (based on cancer progression). 
However, for us as a medical critical care team and from the sepsis that the 
patient had then he developed a septic shock and neutropenia (zero 
QHXWURSKLOVZHGLGQ¶t expect the patient to live any more. For him (oncology 
specialist), because cancer was his focus other than the critical care specialist 
129 
 
focus, he insisted to continue with full treatments. (Senior Doctor 4, H1, Intensive 
Care Unit) 
The second reason was because it was perceived by staff that there was ineffective 
FRPPXQLFDWLRQEHWZHHQWKHSDWLHQW¶VVSHFLDOLVWVSDUWLFXODUO\ZLWKUHJDUGWRWKHKDQGLQJRYHU
RIWKHUHVSRQVLELOLWLHVIRUDSDWLHQW¶VFDUHEHWZHHQWKHP7KLVZDVDOVRUHSRUWHGWRDIIHFWWKH
quantity and quality of information provided to the families of critically ill patients, since 
IDPLOLHVZRXOGµIDOOEHWZHHQ¶VSHFLDOLVWV6WDIIUHSRUWHGWKDWLWLVUDUHIRUVSHFLDOLVWVWRPHHWLQ
SHUVRQWRGLVFXVVDSDWLHQW¶VFRQGLWLRQRUWRFRPPXQLFDWHZLWKWheir family: 
A practice we frequently see between specialists is that they rely on each other 
WRWDNHWKHGHFLVLRQVDURXQGWKHSDWLHQW¶VFDUH7KHUHIRUHZHUHVLGHQWGRFWRUV
KDG EHHQ DVNHG PDQ\ WLPHV WR VHH RWKHU VSHFLDOLVW RSLQLRQV OLNH ³ZKDW WKH
speciaOLVWVDLG"$VNDQRWKHUVSHFLDOLVWDQGZRUNXSRQKLVKHUGHFLVLRQ´<RX
know they (specialists) should endorse patients to each other and get a mutual 
DJUHHPHQWLW¶VUDUHO\KDSSHQHGWKDWWKH\VHWWRJHWKHUDQGGLVFXVVFDVHVRUWDON
to families; we (residents) are the messengers between them. In consequence, 
sometimes the families keep in between the specialists; the first specialist says 
³OHW¶VVHHZKDWDQRWKHUFRQVXOWDQWVDLG´DQGYLFHYHUVD(Senior Doctor 5, H2, 
cover all critical care units) 
 Critical care staff experience of challenges and barriers  
From the stories of their experiences, the critical care staff in this study revealed a number of 
challenges and barriers that they encountered while providing care for critically ill patients. 
These challenges and barriers vary according to many factors. To illustrate their experience of 
these challenges and barriers, I have categorised them into three categories: challenges and 
barriers related to the critically ill patients; challenges and barriers related to staff themselves 
DQGV\VWHPUHODWHGEDUULHUV7KHFKDOOHQJHVDQGEDUULHUVWKDWDUHUHODWHGWRSDWLHQWV¶IDPLOLHVDUH
reported and discussed in the next chapter 
5.5.1 Challenges and barriers related to the critically ill patients 
It also depends on the quality RIWKHSDWLHQW«RWKHUFRQGLWLRQVRUVRPHWKLQJV
that makes the death very complicated such as: factors related to the patient¶s 
family, patient being a very important people patient, or the patient may be 
young. (Senior Doctor 3, H1, cover all critical care units). 
Across all interviews with staff, acute or sudden death and rapid progression of the disease 
were reported as major challenges for critical care staff while providing care for critically ill 
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patients. The participants accounts revealed that losinJWKHFRQWURORYHUDSDWLHQW¶VGHDWKHLWKHU
when the death happened suddenly or unexpected or when the disease progressed more quickly 
than it should, complicated the process of caring for both patients and their families. Staff 
explained that in these siWXDWLRQVWKH\GRQ¶WKDYHHQRXJKWLPHWRSUHSDUHWKHIDPLO\PHPEHUV
IRU WKHLU ORYHGRQH¶VGHDWKDQGWKHIDPLO\GRQ¶WKDYHWLPHWRKDQGOHDQGDFFHSW WKHLU ORYHG
RQH¶VFRQGLWLRQ)RULQVWDQFHWKHQXUVHGHVFULEHGKLVH[SHULHQFHRIWKLV 
The last patient, who died and whom I cared for, died before two days. The case 
was for a female patient who was admitted to the unit with a diagnosis of 
warfarin toxicity. The patient was admitted conscious and oriented and we were 
talking with her and we built a strong relationship with her. She was very nice 
and polite person. The patient was young (40 years old). She stayed in the unit 
for two days, in the third day and suddenly she deteriorated and developed a 
respiratory failure with dyspnea and something like that. We did an elective 
intubation and entered a central venous line. After that, her heart's function 
start to decline and she was on a ventilator she stayed all that day and for the 
next day (nearly 36 hours) and after that she died after an ineffective 
cardiopulmonary resuscitation; it was really bad day; it was really difficult and 
a shock for us, she was doing well. (Charge Nurse 8, H2, Medical Intensive Care 
Unit) 
Nurse 8 above revealed another challenge which was also reported by most of the other 
participants interviewed in this study. This challenge is having critically ill patients who (from 
WKHIDPLOLHV¶SHUVSHFWLYHDSSHDUHGWREHFOLQLFDOO\VWDEOHRQWKHLUDGPLVVLRQWRFULWLFDOcare 
units. The staff reported that having a patient who is critically ill and unconscious at the time 
of admission is less challenging than a patient who comes to the unit conscious and oriented 
DQGODWHUGHWHULRUDWHVVLQFHLQWKHODWWHUFDVHWKHSDWLHQW¶VIDPLO\PHPEHUVDUHSRRUO\SUHSDUHG
to hear bad news and staff may have little time to prepare them for such news. For example, 
nurse three described this challenge: 
It happens to me many times when family members came in the morning and 
they were very confused and angry because they did not know what happened 
to their patient in the night once they saw their patients intubated and 
mechanically ventilated. You know, for families the patient was talking one day 
before and he was normal, but for us we realised the full scenario the patient 
will follow and we know that the patient will be intubated and ventilated. So 
they become very angry in the morning asking what wrong you did for him and 
so on. The physicians should tell families before, what are the possible 
scenarios might be; this will ease our work. (Junior Nurse 3, H1, Intensive Care 
Unit) 
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Having a young critically ill patient was reported to be among the most difficult situations that 
the participants have to deal with.  This was because of the difficulty in accepting death by the 
family and their high and often unrealistic hopes, as well as the emotional feeling that staff 
have toward families. For example, doctor five talked about the type of care provided for young 
patients: 
The care is also dependent on the type of case; yeah there is a difference 
between cases. For example, with a patient who I know in advance that s/he old 
chronically ill patient with a very poor prognosis and he is dying, I will 
demonstrate usual care, but if a young patients come to intensive care unit from 
emergency, I mean sudden and unexpected or something like that, the families 
and sometime myself VWLOOKDYHDKRSHDQG,¶OONHHSZLWKDYHU\DJJUHVVLYHFDUH
until the end; even sometime ,NQRZWKHRXWFRPH<RXNQRZ,¶PDOVRZLOOLQJWR
do a cardiopulmonary resuscitation for more than one hour and it happened 
one time when I spent more than one hour in cardiopulmonary resuscitation 
because the family will never accept to work for 15 minute and said the patient 
die. (Senior Doctor 5, H2, cover all critical care units) 
Sudden and unexpected death in addLWLRQ WR XQFHUWDLQW\ DERXW SDWLHQW¶V SURJQRVLV were 
described as challenges that the critical care staff encountered on regular basis. The medical 
VWDIILQWHUYLHZVUHYHDOHGWKDWWKHFKDOOHQJHLVDERXWZKDWWRFRPPXQLFDWHWRSDWLHQWV¶IDPLOLHV
and how much WLPHWRSUHGLFWWKHSURJQRVLVDQGSUHSDUHIDPLOLHVIRUSDWLHQW¶VGHDWKWKH\KDYH
This was voiced clearly in the account of the critical care nurse 8: 
Other challenges are when event happens suddenly and unexpectedly, and 
providing care for young age dying SDWLHQWLWLVYHU\GLIILFXOW« Sometimes, the 
patient transferred in from other hospital on a ventilator and the family are well 
prepared about the patient prognosis and sometimes you don't know whether 
the family are emotionally prepared or not. So in this situation the 
communication will be directed to make the family understand that the patient 
is in tired position. If the good prognosis is possible we told them that but if it 
is not we talk to them that the situation is critical and it's too difficult to be better 
thaQWKLVDQGWKHVLWXDWLRQPD\EH«(Silence)....sometimes we don't know what 
will happened and sometimes it is a matter of guessing. You know sometimes, 
the patient is really tired and the recovery is not possible but the patient become 
well and it happens to us many times. In the other hand, sometimes there were 
patients who we expect that they will become better but suddenly develop a new 
complication, such as pulmonary embolism or something like that and suddenly 
dead. (Charge Nurse 8, H2, Medical Intensive Care Unit) 
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5.5.2 Challenges and barriers connected to the critical care staff 
Lack of staff education regarding end of life care was another barrier to providing quality end 
of life care. Findings show that the participants had different perspectives and perceptions 
about what end of life care is. Their accounts about end of life care were elicited when they 
were asked about the applicability of the end of life care policy that both hospitals have and 
how they comprehend these (including any deficiencies and how their care is affected by the 
policy). While some participants were aware of the fact there was a policy and were familiar 
with the contents and how it should be applied, many participants had different notions or ideas 
about the policy. I noticed that with some participants, the policy was their point of reference 
when talking about how they understood end of life care, whilst others who had an educational 
background about this issue (master degree holder) had a broader understanding of end of life 
FDUH*HQHUDOO\WKHFRQFHSWRIµHQGRIOLIHFDUH¶DVDWHUPZDVUHSRUWHGQRWWREHFRPPRQO\
used or something that the staff talked about between themselves, with patients or their 
families; either in written or oral form. For instance, this observation was reported by head 
nurse one:  
)UDQNO\VSHDNLQJ WKH\ PHGLFDOVWDIIGRQ¶WDGRSW LW WKHSROLF\ WRDGHJUHH
where we could say that there is an attention toward it; no not that attention. 
You know, as six years of experience as a head nurse, I have not experienced 
any doctor write on patient file for example end of life or this patient for end of 
life care; also the policy is less-NQRZQIRUWKHPDQGWKH\GRQ¶WXVHLWEHWZHHQ
themselves on their daily work. (Head Nurse 1, H1, Coronary Care Unit) 
,QVWHDGRIXVLQJµHQGRIOLIHFDUH¶DVDWHUPWRGHDOZLWKG\LQJSDWLHQWVWKHfindings show that 
the staff commonly used terms which related to µHQGRIOLIHFDUHGHFLVLRQV¶EHWZHHQWKHPVHOYHV
These terms included:  withholding, withdrawing, do-not-resuscitate and do-not-intubate. 
Some nurses linked end of life care with withholding or withdrawing treatments. For example, 
nurse three talked about her experience with application of end of life care policy for dying 
patients: 
Her in this hospital, in all my experience of two years and with all dying cases 
I have dealt, they (physicians) did not stop any medication or treatment because 
the patient is dying or as you said receiving end of life care. (Junior Nurse 3, H1, 
Intensive Care Unit) 
Some of these staff perceived that end of life care is only for geriatric or cancer patients rather 
than critical care unit¶VSDWLHQWVEHFDXVHSDWLHQWVVXFKXQLWV are most of time unconscious and 
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WKHSROLF\GRHVQ¶WDSSO\WRWKHP,QDGGLWLRQRQO\RQHQXUVHSDUWLFLSDQWVDZend of life care as 
hospice care where dying patients should be supported and their symptoms relieved short of 
providing aggressive medical treatments. Whereas some nurses have these ways of 
comprehending end of life care, another nurse asked about the meaning of end of life care at 
the beginning of interview and comprehended it as palliative care. To illustrate these 
REVHUYDWLRQV,KDYHGUDZQIURPDIHZQXUVHV¶LQWHUYLHZVLQTable 5.6 (1-4). 
Moreover, end of life care was seen by some staff as nothing more than psychological care and 
pain management. Doctor four commented on their role toward dying patients and their 
families saying: 
Actually, end of life care is a psychological care and pain management. First 
WKLQJQRRQHRIXVDGKHUHWR«,PHDQZHGRQ¶WKDYHFOHDUSDLQPDQDJHPHQW
guidelines. There should be a pain clinic here in the hospital, but it is not 
functional at all; so (participant verifying) many times happened when patient 
either over medicated or under medicated. In the case of over medicated 
patients, they develop ileus, coma and other complications, or still have a pain 
if they are under medicated. You know the pain management here is very bad, 
very bad. The second thing is the psychological care for dying patients and their 
IDPLOLHVLWLVWKHLUZULJKWWRKDYHVXFKDW\SHRIVXSSRUWEXWDFWXDOO\ZHGRQ¶W
provide it. (Senior Doctor 4, H1, cover all critical care units) 
7KHSDUWLFLSDQWVUHSRUWHGWKDWIURPRWKHUVWDII¶s perspective end of life care is just home care 
and should be provided at home.  Doctor four shared a story where she experienced a case that 
need end of life care and the patient was not admitted to the hospital adopting the position that 
the care will be provided in hospital is the same as in home: 
«$QRWKHUSUREOHPZKHQG\LQJSDWLHQWVFRPHWRWKHHPHUJHQF\DQGWKHUHLV
nothing medically we can provide (for well-known patients who we used to see 
him in clinic) except the supportive care, specialists refuse to admit them. These 
doctors used to say that these patients need a supportive care which is the same 
care the families can provide at home. Most of times, the families refuse keeping 
SDWLHQWWRGLHDWKRPHVD\LQJ³ZHFDQQRWWDNHFDUHRIKLPDWKRPHDQG ZHGRQ¶W
KLPWRGLHDWKRPHOHWKLPGLHKHUH´ (Senior Doctor 4, H1, cover all critical care 
units) 
Of the full interviews that were done with the medical intensive care staff, two participants 
reported the obstacle that doctors are more optimistic toward SDWLHQWV¶ UHFRYHU\7KLV OHads 
doctor to present things to families with more optimism and complicates the possibilities of 
limiting intensive treatments. For example, doctor five on his account reported: 
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You know, sometimes we used to be in a cardiopulmonary resuscitation for 
terminally ill patient where the outcome is 100% that the patient will die and 
we do that because we GRQ¶W have a do-not-resuscitate policy. In situations as 
this, experience has shown me that death is the absolute outcome; hence I am 
amazed that some of my colleagues work aggressively with an expectation that 
the patient will walk on his/her legs. (Senior Doctor 5, H2, cover all critical care 
units) 
,QHIIHFWLYH FRPPXQLFDWLRQ EHWZHHQ SK\VLFLDQV LQFOXGLQJ UHVLGHQWV DQG VSHFLDOLVWV¶
ph\VLFLDQV DQG G\LQJ SDWLHQWV¶ IDPLOLHV ZHUH VHHQ DV RQH RI WKH PDMRU EDUULHUV DFURVV DOO
interviews. Additionally, lack of appropriate staff training and knowledge towards working 
with critically ill patients and their families was voiced as an obstacle the staff experienced 
while providing care for critically ill patients and their families, as discussed in detail in the 
next chapter. 
Table 5.6 provides insight into how end of life care was perceived by other staff in this study.  
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Table 5.6: How staff see end of life care 
1. With regard to the end of life care policy that we have here in this hospital, the majority of our 
SDWLHQWVLQWKHXQLWDV\RXNQRZDUHRQYHQWLODWRUDQGZHGRQ¶WKDYHSDWLHQWVZKRDUHFRQVFLRXV
DQGWHUPLQDOLQWKHVDPHWLPHWRDSSO\WKLVSROLF\+HUHLQRXUSROLFLHVZHGRQ¶WKDYHDGR-not-
resuscitate policy, but sometimes, sometimes (participant verifying) there are specific cases not 
here in the intensive care unit, I am talking about patients on wards (cancer patients), there might 
EHQRDFWLYHPDQDJHPHQWXSRQWKHPDQGWKH\GRFWRUVGRQ¶WZRUNZLWKWKHVHFDVHVDVDIXOO
maQDJHPHQWDQGPRVWRIWLPHLWUHTXHVWHGE\SDWLHQWV¶IDPLOLHVWKHPVHOYHVDOVR+RZHYHUWKH
patients we have here in intensive care unit as end of life ones, we deal with them like any other 
normal patients, completely active treatments. Frankly speaking. (head nurse 2, H1, Intensive 
Care Unit) 
 
2. You know palliative care or end of life care should be at home not in the hospital. Why do 
IDPLOLHVZKRKDYHDQHOGHUO\UHODWLYHVHQGWKHPWRKRVSLWDOWREHFDUHGE\RWKHUV":K\WKH\GRQ¶W
take care of their relative at home?...you know, you are talking with critical care sister, and I am 
QRWDZDUGRQHZKHUH\RXFDQILQGDFDQFHUDQGJHULDWULFSDWLHQWVDFWXDOO\,GRQ¶WNQRZLIWKH
policy (end of life care policy) is applied for the ward patients; I mean for dying patients there. 
(Head Nurse 5, H2, Coronary Care Unit) 
 
3. Here in intensive care unit, the majority of the patients to whom we provide end of life care or 
hospice care are the brain tumour patients and cancer patients. We keep them on the same 
treatments and provide them with usual nursing care until death. (Senior Nurse 14, H1, Intensive 
Care Unit) 
 
4. First of all, what dose end of life care dose mean? You need to make me understand what end of 
life care as a concept mean, because there is nothing likes this KHUHLQWKHKRVSLWDO«GR\RXPHDQ
palliative care? (Junior Nurse 15, H1, Coronary Care Unit) 
5.5.3 System related challenges and barriers 
$VVHHQIURPWKHSDUWLFLSDQWV¶DFFRXQWVIHDURIOHJDOOLDELOLW\HVSHFLDOO\DPRQJPHGLFDOVWDII
was a major barrier to providing end of life care for critically ill patient. For instance, nurse 8 
perceived that fear of having to explain their actions to families was a common reason why 
medical staff continued with futile medical treatments: 
Here in this hospital, the doctors become afraid from medico legal aspect. For 
example, one time a covering doctor doesn't know about the patient condition 
and nothing is written in patient's file either do-not-resuscitate or not. So he 
does an intubation because the patient become tired and he said that I will not 
put myself under responsibility in the case if the family ask why he doesn't 
respond to the patient situation. (Charge Nurse 8, H2, Medical Intensive Care Unit) 
Another experience was reported by the same nurse: 
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Sometime I don't really believe in some treatments. For example, some doctors 
order to send a terminal patient who doesn't have a chance to survive to do 
brain computer topography (CT). I consider this as a futile care or to do 
Magnetic Resonance Imagination to patient who is on ventilator. In other hand, 
these treatments are so costly upon hospital, insurance and on patient if he is 
self-paid. Sometimes, the family say and ask for this type of treatments even you 
are not believe on them and the doctor also, but the doctor do it because of legal 
aspect, so because of that the doctor sent the patient to CT scan and after 2 days 
again sent the patient to CT for the second time. Do you think Issa that the 
patients tolerate to send them down and then up and to do CT? All this are 
useless. (Charge Nurse 8, H2, Medical Intensive Care Unit) 
This fear of legal liability was aggravated by the lack of clear and detailed policies or standards 
WKDWJXLGLQJWKHFDUHRIFULWLFDOO\LOOSDWLHQWV)RUH[DPSOHQXUVHWDONHGDERXWWKHµKDSKD]DUG¶
nature of care:  
They (doctors) take this subject in haphazard way, they don't have a proper 
knowledge, they don't have standards, and nobody put policies in the hospital 
how to deal with such type of cases like algorithms I mean. (Charge Nurse 9, H2, 
Coronary Care Unit) 
High workload and staff shortage were among also amongst the barriers to providing care for 
critically ill patients. The staff realised that the critically ill and dying patients and their families 
had a particular need for help and support, however, they reported that these needs were often 
not met due to staff workload and shortage. For example, head nurse one referred to the 
importance of having a scheme that supported continuity of care for the dying patient by 
assigning patients to the same nursing staff and having well qualified nurses providing care for 
dying patients. However she reported that these were often not possible in the light of the 
resources she had: 
From my perspective, these patients (dying patients) need such a different care 
from nurses. For example, each patient could be assigned to one nurse; I mean 
not all nurses work with the same patient because not all nurses are able to deal 
with these cases in proper way; the patient might become confused, and may 
suddenly become unconscious and many different situations could be happened 
to these patients. How to deal with these situations is totally different between 
nurses. Additionally, you have to give the assigned nurse enough time because 
s/he might spend hours with the patient. However, actually it is not the case. 
Namely, I have in coronary care unit 12 patients covered with four staff, so 
every staff should be assigned to other three patients or some time more. Thus 
WKHQXUVHGRHVQ¶WKDYHHQRXJKWLPH(Head Nurse 1, H1, Coronary Care Unit) 
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High work load was identified as a barrier to good care by residents and also for specialist 
physicians. This was reported to affect the time that physicians had to give to support families 
and the amount of information communicated to them:   
'7KHOHDGSK\VLFLDQV¶ZRUNORDGDQGRXUVDOVRSOD\VDUROH:KHQ\RXDVD
resident doctor have a 9 or 10 patients in addition to the consultations and clinic 
time and so on so forth; ZHDVDUHVLGHQWGRFWRUVKDYHWKDWORDGRIZRUN,GRQ¶W
have one hour of time to talk with every patient and every family. Sometimes I 
UHDOLVHWKDWWKLVSDWLHQWDQGWKDWIDPLO\,QHHGWRWDONWRWKHPEXWUHDOO\,GRQ¶W
have the time. (Second Year Doctor 1, H1, Coronary Care Unit) 
D3: So, the parsimony of information is better for some specialists, and it is 
time saving for them; spending 2 hours with every patient, when he has 14 or 
15 patients. Thus, he sits with every patient for 15 minutes and he will be able 
to catch up and finish his daily services. The patient load also imposes on the 
specialist to do this kind of communication. (Senior Doctor 3, H1, Intensive Care 
Unit) 
Having physicians (residents and specialists) who avoid families was seen as creating an 
additional burden for critical care nurses. Nurses reported that families would often ask nurses 
TXHVWLRQV WR JHW WKH GHWDLOHG LQIRUPDWLRQ WKDW WKH\ KDGQ¶W UHFHLYHG IURP SK\VLFLDQV )RU
instance, nurse 9 reported that the families were looking for detailed information from nurses 
who already have a high workload. The staff accounts show that there is a handing over of the 
responsibilities of caring for families between specialist, residents and nurses where the 
specialist physicians rely on residents who rely on nurses to carry out this job. The nurses have 
DOVRDKLJKZRUNORDGDQGGRQ¶WKDYHDZLGHUDQJHRISHUPLVVLEOHFRPPXQLFDWLRQZLWKSDWLHQWV¶
families. These complex issues are discussed in the following quote: 
The nature of our work (work load) is another issue. I mean that nurses 
generally cannot give families detailed follow up like doctors should do. 
Another thing is the nature of the families, I mean for example, families always 
have many questions and they need answerers for them, but once the doctor 
come, they got brief answers and a gain once the doctor leave the family starts 
WRDVNXV$FWXDOO\ZHGRQ¶WKDYHDWLPH(Charge Nurse 9, H2, Coronary Care Unit) 
 Conclusion 
This chapter reports the experiences of critical care staff while providing care for critically ill 
patients who are likely to die and examines the challenges and barriers that they encounter 
while doing so. The findings show that providing usual care by carrying on with aggressive 
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treatments even when it is futile to do so was the common practice. However, some deviations 
from usual practice were reported to be possible in certain circumstances, including where 
patients were brain dead, had advanced cancer, or were frail and elderly. In addition, patients 
with specific families were sometimes treated differently. The interviews with staff show also 
WKDWµHQGRIOLIHFDUH¶LVDWRSLFWKDWWKHVWDIIWDONPLQLPDOO\DERXWHLWKHULQWKHLUGDLO\ZRUNRU
when talking to patients and their families. Legal and religious issues were reported to have a 
key role in shaping the work of the critical care staff and their perspectives on matters of 
treatment limitation.  
2YHUDOOWKHGDWDVKRZWKDWWKHIDPLOLHVRIG\LQJSDWLHQWV¶KDYHDNH\UROHLQVKDSLQJWKHFDUH
that is provided to their dying relatives and were perceived by staff to have leadership in 
GLUHFWLQJSDWLHQWV¶FDUH7KHQH[WFKDSWHUGHVFULEHVKRZWKHVWDIIUHODWHWRZRUNZLWKDQGFDUH
for families of patients who are dying in critical care units. 
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Chapter6:  ^ƚĂĨĨWƌĂĐƚŝĐĞƐŝŶ&ĂŵŝůǇĂƌĞĂŶĚ
ŽŵŵƵŶŝĐĂƚŝŽŶƚŽǁĂƌĚƐŶĚŽĨ>ŝĨĞ 
 Introduction 
This chapter focuses in more detail on staff perspectives on and relationships with critically ill 
G\LQJSDWLHQWV¶IDPLOLHVLQWKHLUGDLO\ZRUN&RPPXQLFDWLRQWUXVWDQGKRSHHPHUJHGDVFHQWUDO
themes from the staff interviews; these are intertwined and overlap in a complicated and 
contradictory manner. A central paradox concerns how the staff perceive, on the one hand, that 
families should take decisions and that the power in decision-making lies with relatives, while 
on the other hand staff recognise and report a range of problems in communicating with 
IDPLOLHV DERXW GHDWK UHODWHG LVVXHV ZKLFK KLQGHU IDPLOLHV¶ DELOLW\ WR PDNH VXFK GHFLVLRQV
Moreover, the critical care staff recognise that fostering trust within family members is a vital 
aspect of their care delivery and they perceive that clear, honest and understandable 
communication has a key role to play within this. At the same time they identify that 
LQDGHTXDFLHVLQWKHLUFRPPXQLFDWLRQSURFHVVZLWKFULWLFDOO\LOOSDWLHQWV¶IDPLOLHVFDQGHWUDFW
from the development of a trusting relationship. Together, communication and trust 
UHODWLRQVKLSV DUH UHJDUGHG E\ VWDII DV HVVHQWLDO LQ HQDEOLQJ IDPLOLHV¶ KRSH JHQHUDWLRQ RU
sustenance of hope within families is a key goal that staff struggle to achieve. These issues and 
their complex relationships are discussed throughout this chapter. 
This chapter starts by describing the communications that take place between the staff and 
families. This is followed by exploration of staff practice in building trust relationships when 
working with families and the roles and responsibilities that they seek to take on order to build 
such a relationship. The chapter then moves to examine the process and the meaning of hope 
for family members. The last part of the chapter explores staff experiences and perceptions of 
challenges in the care and communication process when working with critically ill SDWLHQWV¶ 
families. 
 Communication with families 
As discussed above, the findings revealed a paradox where the staff recognise the essential role 
of communication with families but at the same time perceive it is difficult and sometimes 
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impossible to communicate openly. Accordingly, the first section of this chapter describes the 
essential role that staff perceive that the families have in determining the care to be provided 
for their dying relatives and how staff look out for or seek to detect the possibility of limiting 
LQYDVLYHWUHDWPHQWVIURPIDPLOLHV¶UHVSRQVHV. 7KHVWDIIUHSRUWVDQGSHUFHSWLRQRIWKHLUµXVXDO¶
practices of communication with families of patients who are likely to die are then presented 
and described. This section also draws attention to some cultural issues, highlighting how death 
DQGG\LQJLVODUJHO\FRQVLGHUHGWREHµWDERR¶VXEMHFWV 
6.2.1 The role of the family 
Staff perceived that families were a crucial part of the decision-making process and should 
carry decision-making power regarding any changes in the course of treatment provided to 
dying patients. For example, senior doctor five talked about the decisive role of families in 
SDWLHQWV¶FDUH 
The power is usually in the hands of families³7KHPRVWGRPLQDQWSHUVRQDERXW
this patient and whether to apply a do-not-resuscitate order is not the consultant 
who is responsible upon the patient, the family is the dominant one. (Senior 
Doctor 5, H2, cover all critical care units) 
The doctor described how consultant medical staff are often willing to set on one side their 
preferred decisions and judgments and instead defer to a SDWLHQW¶V IDPLO\¶V YLHZ DERXW WKH
SDWLHQW¶VFDUH+HLQGLFDWHG WKDWKHSHUFHLYHGWKDWWKHIDPLO\VKRXOG
GLUHFW¶do-not-resuscitate 
decision-making. 
The staff however commented that most of these family interventions that resulted in 
OLPLWDWLRQVRIWUHDWPHQWFDPHYHU\ODWHLQWKHFRXUVHRIWKHSDWLHQW¶VLOOQHVVDQGRnly after an 
exhaustive series of life sustaining treatments had been given. For example, head nurse three 
shared a story of the death of a man who was the father of health care colleague of hers. The 
colleague asked for resuscitation not to be done and requested that further treatments be 
withheld, but this was at a late stage and the patient died on the same day, soon after a decision 
was made to withhold treatments:  
One week ago, we had here in the unit the father of the previous head nurse of 
this unit; she is now working abroad (Saudi Arabia). Her father was here and 
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he was extremely tired7; he was a complicated case. Finally, he developed 
minimal EEG (Electroencephalography) activity and was suspected to be 
having a brain dead. At that time, she took a decision to let him die in a peaceful 
manner; she asked that neither cardiopulmonary-resuscitation nor any further 
treatments or investigations should be done; he was on maximum support 
before the decision. However, not all folks like her; she realised that what the 
quality of his dying will be or the quality of life will be if he reverted. You know 
the same day she decided the patient died, after ten days. (Head Nurse 3, H2, 
Medical Intensive Care Unit) 
Within all the accounts narrated by staff where families were reported to take a lead in decisions 
to limit intensive treatments, families were described as able to exert influence over decisions 
about treatment only in certain situations. These included: if a family had a health care 
background family member (doctor, nurse or any other health care professionals); if the 
relationship between the SDWLHQW¶VIDPLO\DQGWKHSDWLHQW¶VSK\VLFLDQV was strong; if the patient 
had been in the unit for a long time and where staff perceived that the family had higher levels 
of understanding and education and a more realistic outlook on the likely outcome of the 
SDWLHQW¶V LOOQHVV. For example, doctor three commented about the effect of having a family 
member who had a health care background: 
It is much related. It eases our work, why? Because he will know, especially if 
he is a paramedic, how the nature of the things in the hospitals and what 
happens usually in it. This is if he was a paramedic and not a doctor. As if he 
was a doctor, he will know the scenario of the disease or the prognosis for any 
disease how it may evolve to. So if you tell him that your patient has massive 
ischemic stroke, he will know that this patient, even if he lived, will become 
dependent on his family. Thus, he knows the prognosis and quality of, and he 
appreciates things that we perform to ameliorate the patient's condition. (Senior 
Doctor 3, H1, cover all critical care unit) 
Even though having a family member who had a health care background was reported to be a 
major influence when decisions to limit invasive treatments were made, staff reported that 
relatives could not always successfully change the direction of patient care. In addition, having 
a family member with a health care professional background was sometimes regarded by staff 
as leadinJWRFRPSOLFDWLRQVLQWKHPDQDJHPHQWRIDSDWLHQW¶VGHDWKRUVHHQDVDSUREOHPRUDQ
interruption to the work of the staff.  For example, doctor four talked about two different types 
of family members with a health related background: one who he perceived was very realistic, 
understanding and facilitated the work of the staff; and another who interrupted the work of 
                                                 
7
 'tired', as discussed in the first chapter, is a colloquial term for 'probably dying' 
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VWDIIE\WU\LQJWRJHWLQYROYHGLQSDWLHQW¶VFDUHLQDSSURSULDWHO\,QWKHTXRWHEHORZWKHGRFWRU
perceived that that the latter relative would typically be someone who had some health related 
knowledge but not enough to be able to understand what was happening in critical care. 
When there is someone who is medical professional personnel, this will be one 
out of two conditions: either an excellent thing or it is a tragedy; being in 
EHWZHHQ OLNH OD\SHRSOH LW¶VGLIILFXOW1DPHO\HLWKHUEHLQJDQH[FHOOHQW WKLQJ
where there is an understandable person is who understand everything and 
EHLQJUHDOLVWLFVRLW¶VHDV\WRJRDORQJZLWKKLPDQGKHZLOOEHPore accepting 
for end of life care, or a person who know but not too much such as having a 
SDWLHQWZKRKLVVRQRUKLVIDWKHULVDQXUVHDQGGRQ¶WNQRZWRRPXFKRUDSDWLHQW
KDYHDIRXUWKGHJUHHKHDUWIDLOXUHDQGKLVVRQLVDSDHGLDWULFLDQDQGGRHVQ¶W
know DERXWKLVIDWKHUFRQGLWLRQDQGHYHQKHFRXOGQ¶WXQGHUVWDQGDERXWLWKH
has a little medical background but not enough to start arguing. In the latter 
case, those people start to interfere in everything related to their patient care 
and this is a tragedy; the time you could spend with the patient, you spend it 
with them instead. This is really a problem. (Senior Doctor 4, H1, cover all critical 
care unit)  
Counselling 
The medical staff often UHIHUUHGWRWKHWHUP³FRXQVHOOLQJ´ZKHQGHVFULELQJWKHLUDWWHPSWV to 
communicate with families about end of life issues and when they sought to encourage families 
to decide about any medical treatment or when they perceived a QHHG WR JDLQ D IDPLO\¶V
agreement to interventions such as an operation, elective intubation, tracheostomy or any other 
diagnostic procedure. 7KH VWDII DFFRXQWV VKRZ WKDW ³FRXQVHOOLQJ´ took place when staff 
perceived that there is a need to limit some invasive treatments and where they were concerned 
that families assumed the responsibility and accountability for decisions to limit treatments. 
In this counselling, the medical staff tried to provide families with information around the 
decisions the families need to make, including:  the futility of patient status, the treatments 
possible done; the futility of these treatments; the possible outcomes; how the futile treatments 
would affect the patients e.g. suffering and death of the patient due to treatments severe side 
effects; loss of contact with the patients. For instance, doctor four described her experience of 
µFRXQVHOOLQJ¶ DSDWLHQW¶VIDPLOy about elective intubation:  
Here in Jordan there is nothing called do-not-resuscitate. With every patient 
whatever the case with whatever the life expectancy needs active managements 
to the last moments even with counselling. For example, the patient¶s family 
who I did counselling regarding the intubation (the participant talked before 
about an end stage cancer patient need elective intubation), according to 
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Jordanian health laws I should intubate him because medically he needs 
intubation. However, as a physician, personally or as a matter that is well-
known that he will not benefit from the intubation, but from medico legal aspect 
the family should sign WKH³DJDLQVWPHGLFDODGYLFHIRUP´LIWKH\ZLVKhim not 
to be intubated. So at that time, I counselled them (family) that medically the 
patient needs to be intubated and you have two choices, either firstly to intubate 
the patient as usual but with this the patient might not tolerate the intubation 
and we might lose him and the intubation will not benefit him and furthermore 
if I intubate him I will send him to intensive care unit and you ZRQ¶WEHDEOH stay 
with him anymore; or secondly for legal purposes you sign that (the patient not 
to be intubated) was your request and take the responsibility. They refused to 
sign. You know it is not easy for family to fill this form (against medical advice 
IRUPDQGLW¶VGLIILFult for them to sign it as well. You know the time you ask for 
a signature all of family members draw back; so with this we have to work with 
active management. (Senior Doctor 4, H1, cover all critical care units) 
6.2.2 Staff perception of effective communications 
The staff talked frequently about the importance of ³HIIHFWLYHFRPPXQLFDWLRQ´ in providing 
care for terminally ill patients. For the staff effective communication meant providing 
LQIRUPDWLRQ DERXW D SDWLHQW¶V VWDWXV at the right time (on admission and then continuously 
throughout the stay on the unit), in the right quantity (including detailed with clarity and 
frankly), with the right persons (including both right staff with right family members) and of 
the right type (emotionally and religiously supportive communication in addition to the medical 
related communication). 
Head nurse three talked about the LPSRUWDQFHRIWKHFRPPXQLFDWLRQZLWKFULWLFDOO\LOOSDWLHQWV¶
IDPLOLHVE\GRFWRUV WDONLQJDERXW WKHFXOWXUHRIµGRFWRUGRPLQDQW¶8 in the community. This 
PHDQVWKDWSDWLHQWV¶IDPLOLHVUHO\RQDQGJUHDWO\UHVSHFWFRPPXQLFDWLRQVZLWKPHGLFDOVWDII
and decisions by medical staff. For many families, the medical staff is seen to be the primary 
GHFLVLRQ PDNHUV DERXW SDWLHQWV¶ FDUH HYHQ WKRXJK medical staff perceive that the families 
should decide. However, the head nurse talked about the constraints upon doctorV¶
FRPPXQLFDWLRQZLWKSDWLHQWV¶IDPLOLHVDQGWKHUHODWHGGLIILFXOWLHVIRUQXUVLQJFRPPXQLFDWLRQ 
6R IDPLOLHVDOZD\VGRQ¶W KDYHD IXOO SLFWXUHDERXW WKHKHDOWK VWDWXVRI WKHLU
patients. You know we are in a community where people like to hear from 
doctors, to be assured by doctors and to be cared by doctors. So nurses are in 
the first line position for families, because they are always present with their 
patients. We as a nursing, we are not allowed to communicate with families that 
                                                 
8
 µ'RFWRUGRPLQDQW¶LVDWHUPXVHGFRPPRQO\DPRQJSURIHVVLRQDOVLQ-RUGDQDQGLWLVTXLWHFOHDULQWKH-RUGDQLDQ
context.  
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much amount of information about their patients and we are always busy in 
addition to what I said that families like to hear from doctors rather than from 
nurses because they think that doctors will assure them or they have more 
information. (Head Nurse 3, H2, Medical Intensive Care Unit) 
Another aspect of effective communication perceived by staff was the provision of detailed 
information. For example, head nurse two presented her perspective about the information that 
should be provided for families by doctors, while making it clear that in her experience this 
rarely happened. She perceives that the information should include: life and death expectancy; 
communication of hope in realistic and tangible terms; conveyance of both hopeful and difficult 
information and attainment of faPLOLHV¶VDWLVIDFWLRQLQWHUPVRIFRPPXQLFDWLRQV 
<RXNQRZWKHGRFWRUVGRQ¶WVLWZLWKIDPLOLHVDQGH[SODLQWRWKHPIRUH[DPSOH
as a doctor, after admitting any case and after doing the assessment, he is 
supposed to talk with the family about the life expectancy for the patient, the 
expectancy to restore his or her life or the expectancy to discharge from the 
unit; doctors should provide both the positive and negative side; provide 
UHDOLVWLFKRSHRUKRZPXFKZHVKRXOGKRSHEXWWKH\GRQ¶WFRPPXQLFDWHWKHVH 
WKLQJV WKH\ MXVW >GR LW@ LI IDPLOLHV DVN >DQG WKHQ@ WKH\ JLYH WKHP ³VKRUW
DQVZHUV´\RXVHHZKDW,PHDQ"7KH\GRQ¶WPHHWIDPLOLHV¶H[SHFWDWLRQVLQWHUPV
RIFRPPXQLFDWLRQV WKH\GRQ¶WPDNH IDPLOLHVXQGHUVWDQG WKHKHDOWK VWDWXVRI
their patients in detail. Additionally, families expect and accept from doctors 
more than nurses; also their acceptance from resident doctor is different from 
when the specialists come and sit with them. (Head Nurse 2, H1, General Intensive 
Care Unit) 
In describing their perceptions of effective communication, the staff pointed to the importance 
of decreasing or minimizing the gap between what families know and expect DERXWWKHSDWLHQW¶V
condition and what the staff know and expect. Nurse three shared her experience with this 
issue. She described how a potential for conflict with families is created from a combination 
of not allowing family members to stay with patients during the night or out of visiting hours, 
and ineffective communication from doctors about possible outcomes: 
YoX NQRZ EHFDXVH LW LV QRW DOORZHG KHUH LQ WKH XQLW IRU SDWLHQWV¶ IDPLOLHV
members to remain with their patients during the night, It happens to me many 
times when family members come in morning confused and angry because they 
did not know what happened to their patient in the night; that happens once they 
see their patient intubated and mechanically ventilated; we did it as an 
emergency response. You know, for families the patient was talking one day 
before and he was normal from their perspective, but for us we realised the 
expected full scenario that the patient will follow and we knew that the patient 
will be intubated and ventilated. So they become very angry in the morning 
asking what wrong you did for him and so on. The physicians should tell families 
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before, what are the possible scenarios might be; this will ease our work. (Junior 
Nurse 3, H1, General Intensive Care Unit) 
This issue of having a family member present continuously was also explained by nurse 8 when 
he was asked in the interview about a comment he wrote on his survey questionnaire about 
KDYLQJRQHSDWLHQW¶VIDPLO\PHPEHUVWD\ZLWKWKHSDWLHQWWKURXJKWKHQLJKW+LVTXRWHEHORZ
DOOXGHV WR DQRWKHU DVSHFW RI HIIHFWLYH FRPPXQLFDWLRQ ZKLFK LV NHHSLQJ SDWLHQWV¶ IDPLOLHV
oriented about their patients all the times: 
I mean it is better if one of patients¶ family members (not all family members) 
always remain with the patient all the time especially at night to tell them for 
anything new and to be oriented about the patient prognosis constantly- that 
will ease our work. (Senior Nurse 8, H2, Medical Intensive Care Units) 
Table 6.1 illustrates more experiences from staff interviews showing the aspects perceived to 
PDNHXSHIIHFWLYHFRPPXQLFDWLRQVZLWKFULWLFDOO\LOOSDWLHQWV¶IDPLOLHV. 
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Table 6.1: Effective communication 
1. When doctors and even nurses talk with families step by step, for instance, with this patient we 
are talking about, if they have been told that the patient has a liver failure; his blood level of 
ammonia is high; this mean that the level of ammonia on brain will increase, the coagulation 
system will go down and as a result the patient is highly susceptible to bleeding and hypotension; 
all that will affect the heart. With communicating these things step by step, the family start to 
feel that they are involved and they are a part in health care that is provided, you see? And this 
is the mission of this hospital which is to provide the best care for patients and their families and 
to get families involved with patients care. (Second Year Doctor 10, H2, General Intensive Care 
Unit) 
 
2. To get change, they (doctors) have to promote their communications with families; making them 
JHWWKHLGHDLQVLPSOHDQGGHWDLOHGZD\WKDWWKHSDWLHQWLVG\LQJWKH\GRQ¶WQHHGWRWHDFKWKHP
medicine; making them accept the situation. So, famil\¶VUHDFWLRQZLOOEHGLIIHUHQWLQDZD\WKDW
everything will be easy for doctors themselves and for us. (Senior Nurse 14, H1, General 
Intensive Care Unit)  
 
3. The first thing is that their way of communication is not good. They took one of family member 
and just any one and talk with him by throwing two words and that set. The proposed way is to 
take a group of family member who are mature and can understand, we can said the older ones, 
the specialist sit with them along with the social worker (by the way there is a social workers 
here in the hospital but they don't perform their role or their role is not functioning) and the 
resident doctor. All the three set together and explain the case and the possible treatments and all 
things. In reality and what happened in that case, the resident doctors go to patient's family and 
talk just words "if something happened, do you need to do or not to do this and this" and usually 
this is what happened (Charge Nurse 9, H2, Coronary Care Unit) 
 
4. If we could deliver religion correctly to the patient and the families, we will really improve their 
"Nafsit-hum"9 and their cooperation with the staff. It is all about how you talk to the family and 
in a correct way that is it, and that will be at ease. (Head Nurse 1, H1, Coronary Care Unit) 
 
5. The second thing is the psychological care for dying patients and their families. It is their right 
WRKDYHVXFKDW\SHRIVXSSRUWEXWDFWXDOO\ZHGRQ¶WSURYLGHLW6Hnior Doctor 7, H1, cover all 
critical care units) 
6.2.3 Staff Usual Practices of Communicating With Families 
According to normal practice in the hospitals where this study was conducted, for each patient 
there is at least one specialist doctor. Often there are several specialists, one lead specialist and 
RWKHUVSHFLDOLVWWRKHOSRUWR³Fonsult." Under every specialist there are doctors in training who 
are learning the skills of their specialty. These are called resident physicians. The staff reported 
                                                 
9
 "Nafsit-KXP´DVODQJODQJXDJHPHDQVWKHSV\FKRORJLcal status. 
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that lead specialists usually visit their patients once daily, usually in the morning. After seeing 
DSDWLHQW WKHVSHFLDOLVW WDONVWR WKHSDWLHQW¶VIDPLO\ZKRLVXVXDOO\ZDLWLQJRXWVLGHWKHXQLW
$IWHU WKDW WKHIDPLO\ LV OHIW WR UHODWH WR WKHSDUWLFXODUVSHFLDOLVW¶V UHVLGHQWSK\VLFLDQV. These 
residents thus become the link between the families and the specialist. Except for their daily 
visits, PRVW RI WKH VSHFLDOLVWV¶ FRPPXQLFDWLRQV ZLWK UHVLGHQWV DQG RWKHU VWDII RFFXU YLD
telephone. 
When communicating with families, the staff reported that the communications are usually 
conducted with patientV¶ ILUVW GHJUHH UHODWLYHV WKHVH PLJKW LQFOXGH WKH VRQV RI DQ HOGHUO\
patient, the husband of a female patient or the father of a young patient or brothers if the father 
is not available. For example, nurse 8 reported this experience: 
We usually communicate with the first relative, I mean sons, brothers, 
daughters, wife and husband. (Charge Nurse 8, H2, Medical Intensive Care Unit) 
However, on rare occasions other people might be involved.  
Head nurse one also elaborated on what she meant E\ SDWLHQW¶V ILUVW relative when 
communiFDWLQJZLWKSDWLHQWV¶RIODUJHIDPLOLHV7KHQXUVHWDONHGDERXWFRPPXQLFDWLQJZLWKD
specific person/s in the family members like the eldest son or the oldest two sons or wife. This 
was reported to be done when communicating bad news:  
The next of kin, let us take an old age patient, I'm not going to sit with his son 
in law, his cousin, his nephew, and such that ! It may be the eldest brother in 
the family, the eldest son, the oldest two sons, or his wife. Those people concern 
me more and they are more helpful with the patient than other people. (Head 
Nurse 1, H1, Coronary Care Unit) 
From a staff perspective, this mode of communication was seen as appropriate for different 
reasons including: the difficulty sometimes in gathering all a pDWLHQW¶V UHODWLYHVDW WKHVDPH
WLPH PDLQWDLQLQJ SDWLHQWV¶ FRQILGHQWLDOLW\ PLQLPL]LQJ WKH SRVVLELOLW\ RI IDPLO\ PHPEHUV
reaction by avoiding family member who cannot tolerate bad news and avoiding staff 
discomfort when communicating with a large number of people. Doctor three explained why 
PHGLFDOVWDIIGRQ¶WOLNHWRFRPPXQLFDWHZLWKH[WHQGHGIDPLOLHVGHVFULELQJWKLVDVDPDWWHURI
confidentiality: 
R: Had it occurred that you communicated in a meeting room? 
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D3: No, why?! Because you can't know when all close family members are 
there. They may be 4, 5, 6, or 7 and not all of them have a close relation to the 
patient. You may have a cousin or any member that is not a first degree; there 
are usually 3rd or 2nd degree relatives. And the patient has his own privacies, 
and you can't expose his own secrets in front of all people. The family may prefer 
that this person or another (outside the family) not to know such information, 
so you have to avoid such communication. (Senior Doctor 3, H1, Cover all critical 
care unit) 
In terms of communication of bad news, the staff reported that it is better to engage with just 
RQHRUDIHZSHUVRQV7KHVHSHRSOHDUHXVXDOO\WKHHOGHVWPDOHLQGLYLGXDOVLQDSDWLHQW¶VILUVW
degree relatives and they are then responsible for informing the rest of the family members. 
The staff reported that they always avoid conducting a bad news discussion with a female 
relative. Below, nurse 9 talks about the most appropriate way for bad news communication 
where a large family is involved. This was through talking with only the person who is 
FRQVLGHUHGµELJ¶10 in their family or clan: 
You know, the good thing in the clan that when you need to tell them a bad news, 
you need just to search for first relatives people who are also µbig¶ in the clan 
and tell them that I need to talk with you, but if you talk to a young people, they 
ZRXOGQ¶WHQGXUHWKHQHZVDQGPD\KDYHDQHJDWLYHUHDFWLRQ. (Charge Nurse 9, 
H2, Coronary Care Unit) 
Head nurse one talked about the importance of choosing one family member as a designated 
person to inform other family members of the bad news. The head nurse commented that this 
designated person will know better than the staff whom to inform and the way that they should 
be approached:   
For example, doctors may communicate with oQHRIWKHSDWLHQW¶VEURWKHUVThis 
brother for example may inform the other brothers; the sister may be sick if she 
heaUVDERXWKHUIDWKHUVRKHGRHVQ¶Wwant the bad news to reach her. He knows 
better than I do. She may call here and I answer her that her father is tired; he 
will be more competent on whom to give the information and how. (Head Nurse 
1, H1, Coronary Care Unit) 
6WDII UHSRUWHG WKDWPRVWRI WKH FRPPXQLFDWLRQFDUULHGRXWZLWK IDPLOLHV¶ WDNHVSODFH DW WKH
SDWLHQWV¶EHGVLGHRURWKHUSODFHVLQWKH unit e.g. nursing station or corridor rather than being in 
a meeting room. A few staff reported that they had experienced communication in a family 
                                                 
10
 µ%LJ¶SHUVRQLQDIDPLO\RUDFODQLVDFXOWXUDOFRQFHpt which referred to the person who is valued by other 
family or clan members. Sometimes, this person would be the older one, the highly educated one or have a very 
important position in the community. 
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meeting context but this was rare. For example, the head nurse one reports the places where 
the communication with families could take place: 
HN1: Sometimes in UHVLGHQWV¶ URRP and sometimes in patient's room it 
(communication) happens. The physician may tell me "call for me his first 
relatives"; the conversation may take place near the patient's room. 
R: Had it happened as meetings? 
HN1: No meeting, No; in proper way, also no. The physician may take them to 
WKH UHVLGHQW¶V URRPDQG LW LV UDUHO\KDSSHQDQGPRVWRI WLPHPD\EH MXVW LQ
SDWLHQW¶VURRPRUthe doctor may walk with him along the corridor and that is 
all. But that he sit and talks with them in a correct way, if we may say, no. (Head 
Nurse 1, H1, Coronary Care Unit) 
6.2.4 Death as a taboo subject 
7KHVWDIILQWHUYLHZVVKRZWKDWGHDWKLVDWRSLFWKDWWKH\WDONUDUHO\DERXWZLWKG\LQJSDWLHQWV¶
families. The findings demonstrate that what was important for critical care staff was to 'tell 
without telling' i.e. to let the family come to their own realisation about the approach of death 
without explicitly speaking to them about death. Rather than communicating about 
forthcoming death directly with families, the staff followed a sequence of indirect 
FRPPXQLFDWLRQLQRUGHUWRWU\WRGLVVHPLQDWHEDGQHZVWRSDWLHQWV¶UHODWLYHV2QFHWKHVWDII
acknowledged that a patient is dying, they reported how they sought to communicate 
XQFHUWDLQW\WRUHODWLYHVE\XVHRISKUDVHVVXFKDVµnothing clear to us, µwe don't know exactly¶
DQGµwe hope for the best¶ 
Medical staff only very rarely perceived that it is possible to communicate about death and 
dying clearly. For example doctor three talked about the nature of the death related 
communications with D SDWLHQW¶V family from the day they knew that the patient is dying, 
through the 10 days of intensive care WRWKHGD\RIWKHSDWLHQW¶VGHDWKHis quote displays the 
indirect manner in which the medical staff communicate the idea of G\LQJWRSDWLHQWV¶IDPLOLHV
The doctor describes how µWKHIDFWVVWDUWHGWRXQFRYHUWKHPVHOYHV¶ZKLFKPHDQVWKDWUDWKHU
WKDQ FRPPXQLFDWH SDWLHQW¶V G\LQJ FOHDUO\ WKH VWDII UHOy on  the family developing an 
understanding of the possibility of death from the use of JHQHUDO WHUPV OLNHµYHU\EDG¶ µQR
LPSURYHPHQW¶RU-as in this example-  the use of a drowning metaphor: 
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It is at this point when the facts started to uncover themselves to the family. How 
did it uncover? As you start to tell them "his condition is very bad", and this 
was our response whenever the family asked us and that "there is no 
improvement". We were trying to give the idea that the patient's condition is 
getting worse. We use this phrase very often: "as the patient is in the intensive 
care unit, he is drowned under 100 m, so whatever is the improvement it will be 
a 10 meters, thus he is still drowned!" It is this phrase what we try to get them 
to understand, or something that conveys such a meaning. (Senior Doctor 3, H1, 
cover all critical care unit) 
The messages used by staff were reported to include: clinical terms, religious terms, hopeless 
facial expressions and instrumental or terms that express the exhaustion of life sustaining 
treatments. 7KHIROORZLQJZHUHSKUDVHVIUHTXHQWO\UHSRUWHG³ZHORVHRXUFRQWURO´³WKHSDWLHQW
LV H[WUHPHO\ WLUHG´ ³the SDWLHQW LV RQ PD[LPXP WUHDWPHQWV DQG GRVH RI PHGLFDWLRQV´ ³the 
SDWLHQW¶VERG\GRHVQ¶WUHVSRQGWRWKHWUHDWPHQWV´³WKHSDWLHQW¶VKHDUWDQGERG\LV YHU\ZHDN´
³WKHVLWXDWLRQLVYHU\FULWLFDO´³ZHGLGour best and the rest is up to GoG´³OHWXVSUD\IRU
KLPKHU´DQG³WKHKRSHRQO\LVin GoG¶VKDQGs´ Some critical care staff perceived that using 
these terms was as clear and as honest as it was possible to be with families; others regarded 
these as vague and ambiguous terms and felt uncomfortable about their use. For example, nurse 
three reported her perception that using these terms sent a clear message that the patient is 
dying: 
:KHQVKHSDWLHQW¶V daughter) asked me about her mother situation, or like this 
question (prognosis related question), I had been talking to her clearly that she 
LV RQ PD[LPXP VXSSRUW EXW KHU ERG\ GRHVQ¶W UHVSRQG DSSURSULDWHO\ WR WKLV
support. We do our best and hope the best; all things are in GoG¶V KDQGV
SRZHU OHW¶V SUD\ IRU KHU <RX NQRZ E\ FRPPXQLFDWLQJ OLNH WKLV VKH ZLOO
understand that her mother is dying. (Junior Nurse 3, H1, General Intensive Care 
Unit) 
Most of the nursing staff perceived that discussion with families of terminal status or dying 
may be delayed or may not happen at all. Consequently, the nurses in the study reported that 
having families who were not aware that their patient was dying is a common phenomenon. 
Nurses described how some families who never got to the point that they perceived their patient 
was dying until the time of death because they misunderstood what staff meant. For example, 
head nurse two describes the problems this leads to: 
I feel that the problem is from the beginning; it is not communicated from the 
beginning; I mean communicating that a patient for example is dying; what you 
need to do is to communicate with families rather than telling them that your 
patient is clinically bad, bad prognosis or hopeless, just tell them that actually 
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the patient is on his or her end of life stage and dying. Sometimes families get 
VKRFNHGZKHQWKHLUSDWLHQWGLHVD\LQJWKDWZHGRQ¶WNQRZWKDWWKHSDWLHQWZDV
dying; the families usually said: okay the doctor said nothing changed, but 
GLGQ¶WPHDQWKDW KHLVG\LQJRUWKHGRFWRUGRHVQ¶WWHOOXVIURPWKHEHJLQQLQJWKDW
WKHSDWLHQWLVJRLQJWRGLH)UDQNO\WKLVKDSSHQVVRPDQ\WLPHV,GRQ¶WNQRZ
ZK\GRFWRUVGRQ¶WWHOOIDPLOLHVIURPWKHEHJLQQLQJ"7KH\QHHGWRWHOOWKHPWKDW
we do so and so and you find this and this; give them details so they can get the 
point that their patient is dying. (Head Nurse 2, H1, General Intensive Care Unit) 
As discussed earlier, on the rare occasions where the communication of dying was carried out 
clearly, this took place only in very specific situations)RUH[DPSOHZKHQRQHRIWKHSDWLHQW¶V
family members was a health care provider, when there is a good and trusting relationship 
between the primary physicians and the families, when patients had been frequently admitted 
or if there was something special about the family. 
The staff reported that a long critical care unit stay has a major role in preparing families for a 
loved one¶V death. This works by making families realise over time that everything is drawing 
to an end and by providing enough time for them to accept that the patient is dying though 
observing the chDQJHVLQWKHSDWLHQW¶VFRQGLWLRQ$GGLWLRQDOO\DORQJXQLWVWD\ZDVSHUFHLYHG
by staff to VWUHQJWKHQWKHUHODWLRQVKLSEHWZHHQVWDIIDQGG\LQJSDWLHQWV¶IDPLOLHVenabling a 
better chance for staff to communicate about forthcoming death. For example, head nurse five 
FRPSDUHGD IDPLO\¶VFRQGLWLRQDW WKH WLPHRI WKHLUSDWLHQW¶VDGPLVVLRQDQGDIWHUVWD\LQJIRU
some time in the unit. Whereas they were described as stressed, anxious and in denial at the 
time of admission, they were described as becoming calmer and more accepting later on. The 
head nurse also described how that it is more appropriate to talk to families after they have 
spent some time in the critical care unit: 
Time. Only time and nothing else makes families become more accepting. I feel 
the time is enough for families to become calm and accepting. At the time of 
admission, they are much stressed, anxious and [in]  denial; you will find all 
family members in the unit in a fearful manner. With time then, the things 
become more...I mean...become acceptable for them. At that time you can 
communicate with them otherwise you will fearfully rejected. (Head Nurse 5, H2, 
Coronary Care Unit) 
Nurse 8 echoed the same perspective in his interview. He shared a story about a young patient 
who stayed in the medical intensive care unit for about six months. The nurse compares the 
IDPLO\¶VUHVSRQVHWRWKHLUSDWLHQW¶VVLWXDWLRQDWWKHWLPHRIDGPLVVLRQDQGWKHQVL[PRQWKVODWHU:  
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The acceptance of death goes with time no more any less. Just let me give you 
an example. We received a 26 years old patient from other hospital having an 
organ-phosphorus poisoning« 'XULQJ WKH ILUVW WLPH KLV IDPLO\ were much 
stressed and emotionally hurt, you see they were losing a guy with 26 years old 
and it is not easy to accept that. With time, the family started to realize that their 
patient will stay on mechanical ventilator. This situation stays for nearly 6 
months. You see the first 2-3 days they were very afraid and stressful, but after 
that they started some sort of adaptation. In late stage his father said that if he 
died in that time (before 6 months) it is better and I forgot him and the family 
started to wish the best for him (dying). In that time, the patient's family 
accepted the situation but if he died at the first time it will be very difficult and 
a big shock for them. (Charge Nurse 8, H2, Medical Intensive Care Unit) 
6.2.5 Staff perceptions of their communication practices 
In this section, I examine the perceptions of the staff about their communication practices with 
FULWLFDOO\ LOO SDWLHQW IDPLOLHV , H[SORUH WKH QXUVLQJ VWDII SHUFHSWLRQV RI GRFWRUV¶
FRPPXQLFDWLRQVDQGWKHQH[DPLQHGRFWRUV¶SHUFHSWLRQVRIWKHLURZQFRPPXQLFDWLRQ/DVWO\,
explore the nursing staff perceptions of their own practice. 
6.2.5.1 EƵƌƐĞƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨĚŽĐƚŽƌƐ ?ĐŽŵŵƵŶŝĐĂƚŝŽŶƉƌĂĐƚŝĐĞƐǁŝƚŚĨĂŵŝůŝĞƐ 
As discussed earlier, the nurses saw medical staff communication with families as essential 
and realised that good communication between doctors and families enables a trust relationship 
to be built with families. Nurses reported that most of the GRFWRUV¶communications with the 
FULWLFDOO\LOOSDWLHQWV¶IDPLOLHVwere about clinical issues: current health status, laboratory results 
and diagnostic tests, planned medical interventions and prognosis. However, they described 
that very little communication WRRNSODFHEHWZHHQGRFWRUVDQGIDPLOLHVDERXWSDWLHQWV¶SRRU
prognoses although nurses perceived that this was important and influenced the possibility of 
future communications DERXW G\LQJ ZLWK SDWLHQW¶V IDPLOLHV )RU LQVWDQFH QXUVH IRXU WDONHG
DERXWWKHSUREOHPWKDWVRPHIDPLOLHVGRQ¶WUHDOLVHWKDWWKHLUUHODWLYHVLVG\LQJXQWLOWKHWLPHRI
death: 
The problem is that the doctors should give them (families) the possible 
outcomes that would happened for their patients, for example it could happen 
one, two or three (participant mean different possibilities); it is totally depend 
on the communications that are conducted with families; faPLOLHVGRQ¶WJHWWKHLU
patients status clear 100%. With the point that patient is dying or may die, 
GRFWRUVGRQ¶WWDONDERXWZLWKIDPLOLHV6RZKHQSDWLHQWGLHVIDPLOLHVZLOOJHW
VXUSULVHG DVNLQJ ³KRZ KH GLHV" +H ZDV ILQH? (Junior Nurse 4, H1, General 
Intensive Care Unit) 
153 
 
The findings demonstrated that this occurred because medical critical care staff usually avoided 
communicating bad prognosis and possible poor outcomes. Below are quotes of a conversation 
with the charge nurse 9. The nurse explains that doctors usually avoid communication with 
G\LQJSDWLHQWV¶IDPLOLHVEHFDXVHWKH\IHDUIDPLOLHV¶UHDFWLRQDQGOHJDOFODLPV7KHQXUVHWDONV
about the use of general and vague communications about patients and how doctors often avoid 
further communication:  
N9: Yeah, I talked with the family many times. Of course, the doctor avoids any 
communication with the family, but I talked with them many times and there 
were very acceptable and religious people even I get surprised from their 
response; I mean the family. (Charge Nurse 9, H2, Coronary Care Unit) 
5 ³7D\HHE´11, you said that the doctor avoid any communication with the 
family? 
N9: Exactly, I don't know, I feel that they afraid from legal responsibility and 
IURPWKH7RZDVK´12. You know, doctors and we (nurses) are not protected, and 
nobody protect us and we were assaulted more than once and nobody, neither 
the hospital nor the nursing council or anyone else protect us. So we become 
afraid from the aggressive response of some families and in order to avoid that, 
sRPHWLPHV ZH JLYH D YDJXH UHVSRQVH , PHDQ ZH XVHG WR VD\ WKDW ³WKHUH LV
QRWKLQJFOHDUWRXV´³ZHGRQ
WNQRZH[DFWO\´³ZHGRKRSHWKDWWKHSDWLHQWZLOO
EHFRPHEHWWHU´DQG³MXVWSUD\IRU*RGWRFKRRVHWKHEHVWIRUSDWLHQW´(Charge 
Nurse 9, H2, Coronary Care Unit) 
In addition to using general and vague communication as a way of avoiding families, the 
nursing staff reported that some medical staff and the specialists in particular use false hope as 
DQDQRWKHUZD\RIDYRLGLQJIDPLOLHV¶TXHVWLRQV)RUH[DPSOH, head nurse one reports that some 
specialists avoid families and hand over the responsibilities of communication with families to 
other staff (including nurses and residents):   
We (nurses) get the feeling and start to realize that he (the doctor who give the 
false hope) just wants to soothe them (the families), or to keep the status quo.. 
He gives hope and VLOHQFHV WKH IDPLO\ +H GRHVQ¶W ZDQW WR HQWHU LQ PDQ\
discussions and arguments with them. Too much questions, why this and why 
WKDW+HGRHVQ¶WZDQWWo go in the details with them, so by this he eases his mind. 
Besides that the VSHFLDOLVW EDVLFDOO\ GRHVQ¶W FRPH RIWHQ GRHVQ¶W KDYH IXOO
details about patients and it is the resident and nurses whom in the face of the 
family. So they leave the communication for us and for residents as well. (Head 
Nurse 1, H1, Coronary Care Unit) 
                                                 
11
 ³7D\HHE´6ODQJWHUPZRUNVOLNHRND\ 
12
 ³7RZDVK´LVD slang word means conflict with patients' families and being assaulted by them. 
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As doctors were perceived by nurses to avoid communication with families, the nurses reported 
that it was usually families who tried to initiate the communication process by asking medical 
staff questions. Nurse 13 described this, again referring to the use of general and vague terms:  
8VXDOO\IDPLOLHVDVNIRULQIRUPDWLRQDERXWWKHLUSDWLHQW¶VVWDWXVDQGSURJQRVLV
When the doctor gets in to the unit, the family start asking, how is the patient? 
Any change? Is there is any sign for good prognosis? Usually their answer is 
³DFWXDOO\QRFKDQJHV´)DPLOLHVXQGHUVWDQGWKLVDQVZHUDVDJRRGWKLQJWKH\
comprehend it as we have a control over everything. You know, there should be 
a change to the better side, so no change is not good sign; they have to give 
details. (Junior Nurse 13, H2, Coronary Care Unit) 
%DVHG RQ DOO RI WKHVH WKLQJV DOO QXUVLQJ VWDII LQ WKLV VWXG\ SHUFHLYHG WKDW GRFWRUV¶
communication with families is ineffective.  The quote below presents the head nurse three 
H[SHULHQFH RI LQHIIHFWLYH GRFWRUV¶ FRPPXQLFDWLRQ ZLWK G\LQJ SDWLHQWV¶ IDPLOLHV 7KH QXUVH
comments on a conflict that often happens between nurses and doctors: 
The conflicts always happen in the honesty of the information that is given to 
the families. It happens when a family is told that all is well with the patient, 
while the patient is on noradrenalin and dopamine and the patient is 
unconscious. For last moment that, they (lead physicians) keep saying that "the 
patient is well" and the family hold and stuck to the idea that patient is well and 
if things happen they (the families) ask why did that happen, the patient was 
well?. For example, when they ask why his oxygen has fallen, why his pressure 
is dropped, and they fall of surprise as the nurse tells them that the patient is on 
medications for pressure, on treatments that support his ventilationWKH\GRQ¶W
have such information and details from physicians. Thus, as they hear the actual 
SDWLHQW¶VFRQGLWLRQ from the nurse, here starts the conflict. The physicians never 
give complete information to the patient's family, or even to patients themselves. 
Namely, complete information: no, sufficient information: no. At all: no. (Head 
Nurse 3, H2, Medical Intensive Care Unit) 
Another experience that echoed the issue of ineffective medical staff communication was 
reported by head nurse one:  
The problem is that there is no one explains to them (families) about their 
rHODWLYHKHDOWKVWDWXVEHFDXVH«You know we have social workers here, but the 
UROH LVQRW IXQFWLRQLQJDWDOORUDW OHDVW LQP\XQLW ,GRQ¶WNQRZLI WKH\DUH
ZRUNLQJZLWKFDQFHUSDWLHQWVLQIORRUV'RFWRUVGRQ¶WH[SODLQWKH\UHDOO\IDU
away from families, families are in one place and they are in a different and far 
place; the last thing they think about is families. (Head Nurse 1, H1, Coronary 
Care Unit) 
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The nursing staff talked about the importance of having a particular person who takes on the 
UHVSRQVLELOLW\ RI FRPPXQLFDWLRQ ZLWK SDWLHQWV¶ IDPLOLHV RWKHU WKDn medical staff. This was 
voiced by head nurse three who said that ideally this person should be a nurse who specialised 
in psychological support or a social worker:  
If we have a person who is his/her duty is to communicate with families and 
articulate thH SDWLHQWV¶ VLWXDWLRQ DQG PDNH WKHLU KRSHV PRUH UHDOLVWLF; this 
person may be either a nurse who specialised in psychological support or a 
social worker. (Head Nurse 3, H2, Medical Intensive Care Unit) 
6.2.5.2 ŽĐƚŽƌƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞŝƌĐŽŵŵƵŶŝĐĂƚŝŽŶƉƌĂĐƚŝĐĞƐwith families 
The nurses and doctors in their interviews shared a common observation about the medical 
communication process with families. Firstly, although nurses reported more about the issue 
of ineffective medical communication with families in their accounts, the medical staff 
themselves perceived that their communication (including the specialists and residents 
communications) is ineffective. For example, doctor 7 talked about his experience in working 
with his medical colleagues in terms of their communication:  
Some of them are good communicators with families, whereas some of them are 
very bad ones. Without telling names, some physicians have communication as 
their sole weapon, which they use when working with families. You know, not 
everybody have the talent of sending information in easy and acceptable way 
for families. Communication for some doctors is a really magic weapon while 
it is really a problem for others. Communication also is very important for 
families; they always evaluate doctors and their work based on their 
FRPPXQLFDWLRQV <RX NQRZ PRVW IDPLOLHV GRQ¶W KDYH WKDW PXFK RI PHGLFDO
knowledge, so communications for them is the only sensible thing (Senior Doctor 
7, H1, Intensive Care unit) 
Secondly, the observation that medical staff communications usually lack reference to 
prognostic outcomes and in particular the possibility of death was also clear in the interviews 
with the medical intensive care staff. For instance, doctor three confirmed the perception of 
nurses that specialists avoid communication with families by using general and vague terms:  
R: You have said earlier that the specialist should have explained the full 
scenario? (Interruption). 
D3: Exactly, he should provide them with the best picture of the situation. He 
informs them WKDWWKHSDWLHQWKDVSRRUSURJQRVLV%XWKHGRHVQ¶WH[SODLQWR
them how the poor prognosis will ensue in the hospital and what might be the 
156 
 
possible outcomes, this is the point and this will ease our work dealing with 
families. (Senior Doctor 3, H1, cover all critical care units) 
Thirdly, avoiding communication with families was also a feature of the medical staff 
interviews. For instance, doctor 6 voiced this observation while working under specialist 
physicians: 
Most of the specialists avoid families? FoUH[DPSOHWKH\GRQ¶WSURYLGHWKHIXOO
communication; they just saying that the patient has poor prognosis; we do the 
best; we all hope in God and nothing more. (Second Year Doctor 6, H2, Intensive 
Care Unit) 
The staff talked about the issue that some doctors and in particular the specialists intend to 
delivered RSWLPLVWLFLQIRUPDWLRQWRZDUGSDWLHQWV¶UHFRYHU\ZKLOHFRPPXQLcating with dying 
SDWLHQWV¶ IDPLOLHV *LYLQJ RSWLPLVWLF FRPPXQLFDWLRQ ZDV VHHQ E\ PRVW RI WKH nurses and 
doctors as a way to avoid families and avoid threat to their position. For example, doctor five 
talked that they as medical staff had experienced specialists giving false hope in a very frequent 
basis. The doctor perceived two explanations: family avoidance and incorrect evaluation of 
patients.  
Some physicians, of course we see too much, give families a false hope. These 
types of physicians used this way in order to escape; I mean escape from 
IDPLOLHV7KLVEHFDXVHRXUFRPPXQLW\LVµ/DKRK¶13 in its nature; I always say 
community, but it is actually the nature of human being, for example if I give a 
IDPLO\DKRSHWKH\ZLOONHHSDVNLQJµSOHDVHDVVXUHXV¶µGRVHWKLVKRSHLQFUHDVH
RUGHFUHDVH¶LI,VDLGKLVSDWLHQWJHWWLQJZRUVHWKHIDPLO\ZLOONHHSDVNLQJ
and in frequent why that deterioration, will he become better, what happen, how 
you know and so on so forth. In the other hand, theses physicians who give false 
KRSHXVHGWRVD\µSDWLHQW¶VFRQGLWLRQLVJRRG¶VRSDWLHQW¶VIDPLO\JHWFRPIRUW
without further questions and the doctor give his back and leave. Yeah! This is 
truth we used to see in our work; even so many specialists; they do that in order 
to get themselves comfort, of course not always (Researcher: any other 
reasons?) may be wrong decision; yeah, may be a wrong evaluation. No one is 
away from mistakes. You know, because specialists most of times are not in the 
unit, so most of their judgments are based on phone calls with residents; he may 
see the situation differently. (Senior Doctor 5, H2, cover all critical care units) 
Wanting to assure families at the time when they are very anxious and stressed was another 
explanation cited by doctors for optimistic communication. For example, doctor three talked 
about his perceptions of hope in specialist communication with families. Interestingly, this 
                                                 
13
 µODKRK¶LVDVODQJZRUG+HUHLWPHDQVDVNLQJPDQ\TXHVWLRQVUHSHDWHGO\ 
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GRFWRUKDVDGLIIHUHQWYLHZLQFRQWUDU\WRDOORWKHUPHGLFDOVWDIIKHGLGQ¶WUHIHULWDVIDOVHKRSH
instead likening it to the provision of hope based on a slight possibility; i.e. minimal hope based 
on prior experience of unexpected outcomes in some unusual cases:  
No, not very much. Not all specialists resort to it; but some do what you may 
not call a false hope, instead those specialists may be convinced that the patient 
has a chance of a good outcome. Those specialists have more experience than 
me, have seen more cases, and have seen cases that was considered hopeless 
and actually got better and improved. So, such specialists sometimes from their 
experiences know that there would be a minimal hope for good outcome with a 
patient case. This minimal hope is the hope that would be communicated. (Senior 
Doctor 3, H1, cover all critical care unit) 
The idea of the ideal scenario of having a specialised person to take on the duty of 
FRPPXQLFDWLRQ ZLWK SDWLHQWV¶ IDPLOLHV ZDV DOVR HFKRHG E\ PHGLFDl staff. Work load, time 
constraints and limited contact with families were reported to prevent medical staff from 
FRPPXQLFDWLQJZLWKSDWLHQWV¶IDPLOLHVHIIHFWLYHO\7KXVWKHPHGLFDOVWDIIVHHWKDWRWKHUSHRSOH
for whom these factors might not be issues would do better in relating to families:  
We could make educational campaigns especially in the hospitals. And we may 
assign a person to talk to the patients and their families and tell them about the 
disease and its consequences. This will improve their knowledge and we 
VKRXOGQ¶WFRQVWUDLQLWWRWKHGRFWRU7KHGRFWRUPD\QRWKDYHWKHWLPHWRLQIRUP
the family of the whole details. This person, who may inform them more 
thoroughly, should be a person who is not related to the doctor or the family 
and this I think will make things easier. (Senior Doctor 3, H1, cover all critical care 
units) 
6.2.5.3 EƵƌƐĞƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞŝƌĐŽŵŵƵŶŝĐĂƚŝŽŶƉƌĂĐƚŝĐĞƐǁŝƚŚĨĂŵŝůŝĞƐ 
The nursing staff reported that as physicians are busy and avoid conversation with families, 
that they are the PRVWFRQYHQLHQW LQIRUPDWLRQVRXUFH IRU WKHFULWLFDOO\ LOOSDWLHQWV¶ IDPLOLHV
They reported that the families refer to them for a full, detailed and continuous update on their 
SDWLHQWV¶VWDWXV source. Additionally, the nurses also saw themselves as the IDPLOLHV¶interpreter 
for GRFWRUV¶FRPPXQLFDWLRQV and sometimes as µFDUHmentorV¶ZKHQIDPLOLHVZHUHcounselled 
about care decisions. For instance, nurse one voiced this issue in the quote below: 
Here, the communications between doctors and families are valuable but not 
enough. Valuable in the mean of that patients¶ IDPLOLHVDOZD\VGRQ¶WFRQYLQFHG
to hear from someone other than doctors; also to hear from specialist is better 
than residents. I mean even you as a nurse talk to them about patient all the day 
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and night, but they (families) always ask for doctors. Although specialists talk 
MXVW IHZ ZRUGV EXW IRU IDPLOLHV LW¶V GLIIHUHQW 2Q WKH RWKHU KDQG WKH
communication of them is not enough, as I said they talked few words and they 
go. So families keep all the day asking nurses for details about their patients, 
their treatments and what will happen next. (Senior Nurse 1, H1, Intensive Care 
Unit) 
Nurse 9 talked about the issue that nursing staff in critical care units work as a care mentor for 
critically iOOSDWLHQWV¶IDPLOLHVWRZDUGHQGRIOLIHFDUHDQGGHFLVLRQV+HQDUUDWHGDVWRU\ZKHUH
DSDWLHQW¶VIDPLO\PHPEHUVUHIHUUHGWRQXUVLQJVWDIIDQGVRXJKWWKHLUYLHZVDQGJXLGDQFH when 
the SDWLHQW¶VGRFWRUFRXQVHOOHG the family toward do not resuscitate practice:  
The family referred to us (nurses) many time. No one of them was able to take 
the decision. They were coming to us asking what is your opinion and what we 
should do and we said the same thing as doctor, because we cannot talk more 
than that. (Charge Nurse 9, H2, Coronary Care Unit) 
Because of their long shifts and their proximity to the bedside, nursing staff perceived that it 
ZDVLPSRUWDQWWRJHWFRPPXQLFDWLRQULJKWZLWKFULWLFDOO\LOOSDWLHQWV¶IDPLOLHVLQRUGHUWRDYRLG
future conflict. Additionally, the nurse is in a convenient position for families to communicate 
with; for example, nurse three describes how they are in a more convenient position than 
GRFWRUVWRFRPPXQLFDWHZLWKSDWLHQWV¶IDPLOLHV 
Let me get that clear for you. On admissions or if something happen suddenly, 
\RXNQRZLQLQWHQVLYHFDUHXQLWSDWLHQW¶VKHDOWKVWDWXVZRXOGEHFKDQJHGLQD
minutes, families become very scared and distressed, okay? The family come 
DQG VWDQG EHVLGH WKH SDWLHQW¶V EHG RI FRXUVH WKH GRFWRUV DUH QRW DOZD\V
bedsides, because you know doctors have more than one patient; I mean that 
the intensive care unit doctor taking care for more than one patient and they 
GRQ¶WKDYHDWLPHEHLQJSURYLGHWLPHIRUIDPLOLHV7KHQIDPLO\ZLOOFRPHWRWKH
nurse assigned for their SDWLHQWLI\RXDVDQXUVHGRQ¶WKDYHDIXOOSLFWXUHDERXW
their patient case, be sure that they will get aggressive and become angry. On 
contrary, if the nurse is a good communicator, which is very important, and 
know with details about the patient status, they will accept the condition 
smoothly. (Junior Nurse 3, H1, General Intensive Care Unit) 
,QDGGLWLRQPRVWQXUVLQJVWDIIH[SUHVVHGWKHLUDELOLW\WRFRPPXQLFDWHHIIHFWLYHO\ZLWKSDWLHQWV¶
IDPLOLHVLIWKH\KDYHWKHOHJDOµJUHHQOLJKW¶)RUH[DPSOHKHDGnurse four talked below about 
her staff in terms of their ability to work and communicate effectively with critically ill 
SDWLHQWV¶IDPLOLHV$QRWKHUH[SHULHQFHGLVSOD\LQJWKLVSHUVSHFWLYHZDVUHSRUWHGE\QXUVHQLQH
presented below:  
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HN4: There are a good percentage of the staff who can communicate with 
SDWLHQWV¶IDPLOLHVSURSHUO\6RPHRIWKHPDUHUHOLJLRXVDQGWKH\FDQWDONZLWK
families from that aspect; other staff are good in building social relationship 
with families so they can communicate with them freely. However, we always 
VD\WKDWLW¶VQRWRXUUHVSRQVLELOLWLHVVRZHPRVWRIWLPHNHHSRXUVHOYHVDZD\WR
avoid problem. (Head Nurse 3, H2, General Intensive Care Unit) 
1,DPRQHRIWKHQXUVHVZKRFDQGHDOZLWKSDWLHQWV¶IDPLOLHVZKHQWKHSDWLHQW
died and I can absorb their reaction. In term of other staff, most of them, yeah 
especially the senior ones for example, "y" nurse can deal with the families with 
a very beautiful way. (Charge Nurse 9, H2, Coronary Care Unit) 
However, the nursing staff reporteGWKDWWKH\GRQ¶WKDYHDPXFKVFRSHWRFRPPXQLFDWHZLWK
SDWLHQWV¶ IDPLOLHV WKH\ SHUFHLYHG WKDW WKH\DUHQRWDOORZHG WR FRPPXQLFDWHVRPH IRUPVRI
information to families, including: diagnosis; possible outcomes; disease progression and 
diagnostic results. However, they reported that they can discuss treatments provided to patients; 
SDWLHQWV¶KDHPRG\QDPLFSDUDPHWHUVSDWKRSK\VLRORJ\RIGLVHDVHRUH[SODQDWLRQVRIZKDWWKDW
doctor has said about diagnosis, prognosis, outcomes or diagnostic examination results if the 
family asks about this. For example, head nurse three explains the type of communication that 
nurses are permitted to conduct with families: 
They (families) usually come asking about their patients. We communicate with 
them according to what is permitted for us to communicate; I mean among my 
authority; we have to communicate according to our job description. For 
LQVWDQFH , ZRXOGQ¶W FRPPXQLFDWH DERXW WKH GLDJQRVLV ZH ZRXOG WDON DERXW
SDWLHQWV¶ KHPRG\QDPLF SDUDPHWHUV DFFRUGLQJ WR WKH SDWLHQW¶V PRQLWor; we 
ZRXOG WDON DERXW DQ\WKLQJ VXUURXQG SDWLHQWV¶ EHG LQFOXGLQJ PDFKLQHV
medications and fluids provided for patient; you know something like why we 
start patient on fluoride, or why we start patient on this medication or that 
treatment, something like this; you know, like that you educate families about 
their patients. (Head Nurse 3, H2, Medical Intensive Care Unit) 
The same experience was voiced by head nurse one, who talks about how nurses can indirectly 
FRPPXQLFDWHWKHµXQ-DOORZHGLQIRUPDWLRQ¶ 
Look as a nurse it is of my authority to give any information to the family if it is 
not pure medical; I can't, for example, give them a diagnosis. I can indirectly 
tell them about their patient, but not directly that there patient is end of life. I 
can tell them the following, "this patient is on high dose medication" or "the 
SDWLHQWLVRQUHVSLUDWRUZKLFKLVLQGLFDWHGIRUFULWLFDOSDWLHQWV%XWZHGRQ¶WJR
into the details, like that the patient brain is this or that, or we will do this or 
that. No, honestly, we rarely go into details. As a nurse it is not part of my 
responsibility to do that. If the specialist says that he is suspecting something 
and he wants to do some imaging investigation and inform the first relative 
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about that, the family might ask me about it what would I answer: I¶OOVD\ just 
that I GRQ¶WNQRZ; like this I would answer: the image has been done and when 
the doctor comes he will tell you the results and so on. You can't give more than 
that. (Head Nurse 1, H1, Coronary Care Unit) 
Nevertheless, most of the nursing staff in this study reported that they sometimes choose to 
communicate to families everything, as they perceived a doctor should do.  They explained that 
the choice to do so is totally dependent on the type of families that they are communicating 
with i.e. whether they perceived them to be open-minded, good communicators and showing 
VLJQV RI DFFHSWLQJ WKHLU SDWLHQW¶V VLWXDWLRQ )RU H[DPSOH KHDG QXUVH WKUHH WDONHG DERXW WKH
DPRXQWRILQIRUPDWLRQWKDWQXUVHVSURYLGHIRUSDWLHQWV¶IDmilies. The head nurse correlates the 
assessment that undertake of families and the quantity and quality of information would be 
communicated: 
The quantity of the information we would provide depends on our assessment 
RISDWLHQW¶VIDPLO\PHPEHUV)RUH[DPSle if they are mature enough; I mean for 
instance, in the meantime, among the families who are outside the unit, there is 
IDPLOLHVZKRP,KDYHQ¶W WDONWR WKHPDWDOOEHFDXVH, IHHO WKDW WKHTXDOLW\RI
their brain or their mentality so much difficult; so I cannot deal with them,  You 
see. On contrary, there are other families who are very polite and they accept 
nurses, so you can deal with them gradually. Namely, as a nurse, I teach them 
DERXW WKHLU UHODWLYHV¶ VWDWXV WKH FULWLFDOLW\ RI WKHLU VLWXDWLRQ DQG then what 
myself as a nurse expect from my experiences, both positively and negatively; 
you will find them acceptable. However, there are folks who have a difficult 
PHQWDOLW\ VR \RX FRXOGQ¶W UHDFW ZLWK WKHP RU HYHQ WR WDON ZLWK WKHP VR ZH
always refer them to doctors. (Head Nurse 3, H2, Medical Intensive Care Unit) 
In contrast, nurses reported that they sometimes avoided communications with families to 
avoid any possible discrepancies between nursing and medical staff communications which 
may lead to familLHV¶FRQIXVLRQDQGFRQIOLFWV 
 Staff-families trust relationship 
6.3.1 Trust and Lacking of trust 
Through their description of their practice, the staff perceived the importance of building a trust 
relationship with families and they used a variety of terms to communicate this. Some of the 
staff explicitly used the word trust, although not all. Establishing a trusting relationship with 
SDWLHQWV¶IDPLOLHVZDVSHUFHLYHGE\WKHVWDIIWREHHVSHFLDOO\LPSRUWDQWZKHQVWDIISHUFHLYHG
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that it was likely that the best course of action is to limit life extending treatments and to avoid 
accusations of blame or negligence. For example, doctor one talked about the mistrust as a 
reason for providing futile care. The doctor pointed in the quote below that losing trust between 
spHFLDOLVW DQGSDWLHQWV¶ IDPLOLHVFRPSHOVGRFWRUV WRFDUU\RQZLWK IXWLOH WUHDWPHQWV WRDYRLG
accountability: 
It is a matter of trust between the doctor and the family. Without trust, families 
hold the perception that there has been a mistake and negligence has took place. 
So, if they perceive that there has been a mistake, it will be a problem. The 
specialist is the first person who is accountable to answer regarding his patient. 
So, the specialists usually acts proactively to prevent what may be perceived as 
negligence or a mistake. For example, DEUDLQGHDGSDWLHQW¶V family may ask, 
why this patient has not done a computed tomography (CT<RXFDQ¶WMXVWVD\
to the family that your patient is dying and it is useless to do soVR,GRQ¶WKDYH
to do the CT; they will never believe you. Thus, trust plays a role in such 
condition. (Second Year Doctor 1, H1, Coronary Care Unit) 
Problems of blame and staff-family conflict were commonly reported by the staff. For example, 
head nurse five talks about how the staff are the appropriate target to be blamed when the 
family are grieving and struggle to accept the reality of their loss: 
We always accused by families as we neglect their patients; they always 
blaming us for their patients deterioration. This, because they doQ¶WKDYHDJRRG
LGHDDERXWWKHLUSDWLHQWV¶VWDWXVWKH\GRQ¶WNQRZKRZPXFKHIIRUWZHGRWU\LQJ
WRUHVWRUHWKHLUSDWLHQWV¶OLIHWKH\GRQ¶WUHDOLVHWKDWLISDWLHQWHQWHUHGLQWHQVLYH
care unit that mean that that patient is critical. (Head Nurse 5, H2 Coronary Care 
Unit) 
'RFWRUIRXUUHSRUWVWKDWWKHIDPLO\¶VODFNRIDSSURSULDWHNQRZOHGJHLVWKHNH\GULYHUEHKLQG
mistrust. Interestingly, the doctors hold the perception of the importance of providing families 
with appropriate information in building trust even though they avoid giving this information: 
7KHUH LV DQ DEVHQFH RU OLWWOH WUXVW EHWZHHQ D SDWLHQW¶V IDPLO\ DQG SDWLHQW¶V
doctor. Our community, in its structure, lacks the trust and this affects us. There 
is no full trust that we are doing our job. The family keeps repeating that there 
is some defect in our job. So, the trust between you and the family is not 100%. 
7KHUHLVDOZD\VDGRXEWRIQHJOLJHQFHLQFDUH«WKHWUXVWEHWZHHQIDPLOies and 
patientV¶GRFWRUV is shaky and as I have told you before the family¶V ODFNRI
proper knowledge is the reason. (Senior Doctor 4, H1 cover all critical care units) 
One of the major reported reasons relating to mistrust was due to ineffective and minimal 
FRPPXQLFDWLRQZLWKSDWLHQWV¶IDPLOLHVDetailed, honest and understandable communications 
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ZLWKSDWLHQWV¶IDPLOLHVZHUHVHHQDVYLWDOVWUDWHJ\WRKDYHVXFKUHODWLRQVKLS+RZHYHUZKLOH
the staff perceived this to be important in abstract and ideal terms, they reported that in day to 
day interaction it was challenging and difficult to achieve.  Nurse 9 alluded to the importance 
RIWUXVWE\XVLQJGLIIHUHQWWHUPVOLNH³families become involved with us and accept us´DQG
³we had a strong relationship´ 
From my perspective, explaining to patients' families the expected outcome; 
articulating the case itself, communicating patient's prognosis day by day and 
give families a follow up even it's a simple follow up and making families 
SDUWLFLSDWHLQWKHLUSDWLHQWV¶FDUHJLYHXVDVHQVHWKDWIDPLOLHVEHFRPHLQYROYHG
with us and accept us. This will also help the family to accept if the patient 
GHYHORSDFRPSOLFDWLRQDQGGLHG,UHPHPEHUUHODWLYHVRIDSDWLHQW¶VZHKDGD
strong relationship with them. They used to set with us 10-15 hours daily, 
drinking coffee with us and something like that and communicate with each 
other. After patient passed away they came to thank us and show appreciation 
for our care of the patient saying may Allah reward you, you do the best and 
something like that. (Charge Nurse 9, H2, Coronary Care Unit) 
6.3.2 Time and trust 
Time in critical care units is very crucial because it can interrupt the development of trust. 
:KHUHDV WKHQXUVLQJVWDIIEODPHGGRFWRUV IRU IDPLOLHV¶ ODFNRIDSSURSULDWH LQIRUPDWLRQ WKH
doctors blamed time constraints for their lack of effective communication.   
 As reported in the system related barriers in the previous chapter, time constraints are a major 
challenge for staff while working with critically ill patients. Staff reported that time constraints 
would affect building trust relationship in two ways. Firstly, with limited time, the doctors 
GHVFULEHGKRZWKH\GRQ¶WKDYHDQHQRXJKWLPHWRFRPPXQLFDWHZLWKIDPLOLHVDQGGRQ¶WKDYHD
chance to get to know the patients and their families. Secondly, due to time constraints imposed 
by workload, most of the critically ill patients who are likely to die have a limited time in 
critical care units and the staff have no prior relationship with them which also makes things 
difficult in the establishing staff-family trust. This shows the importance of prior 
communication interaction between patients and their families and the health care staff.  
6.3.3 <ŶŽǁŝŶŐƉĂƚŝĞŶƚƐ ?ĨĂŵŝůŝĞƐ 
,QRUGHUWREXLOGDUHODWLRQVKLSDQGZRUNHIIHFWLYHO\ZLWKFULWLFDOO\LOOSDWLHQWV¶IDPLOLHVWKH
staff reported that they first need to become familiar with the families with whom they will 
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ZRUNGXULQJWKHSDWLHQWV¶VWD\LQWKHFULWLFDOFDUHXQLW6RLn addition to the formal assessment 
that the staff usually do for all critically ill patients including the dying patients, they described 
how they would do some sort of more informal assessment for the families of patients who are 
DERXWWRGLH7KLVDVVHVVPHQWZDVUHSRUWHGWREHFDUULHGRXWLQLWLDOO\DWWKHWLPHRISDWLHQWV¶
admission and continued XQWLOWKHWLPHRISDWLHQW¶VGHDWK, and it was seen as an integral step 
towards working effectively with families. The staff reported that the assessment outcome was 
informed by staff experiences of caring for families. 
While some staff talked about doing this type of assessment explicitly, others might not talk 
explicitly but their account show that they did it unintentionally or as a normal practice in the 
unit. For example, in the quote below, nurse 6 talked about the dialogue that had been carried 
out with a family of a dying patient in the story he narrated. In this dialogue, the nurse asked a 
series of questions and drew a number of conclusions. These questions were about: patient 
health history, patient-family relationship, family emotional status, family educational level, 
family member¶V temperament and emotional aspect. Interestingly, the nurse reported that he 
did this assessment once he realised that the patient was going to die. 
When the patient was admitted to the unit and after I realised that he is dying, I 
started to ask the family about the patient, including: age, previous medical 
history, the number of his family, what his order in his brothers, smoker or not 
and so on. As I talked about other issues, I also examined their (family) 
emotional status and what type of family they are, namely, whether they were 
educated and understandable or not and such these things. They were much 
stressed, not acceptable for the situation, very worried and sad upon their 
patient. (Senior Nurse 6, H1, Coronary Care Unit) 
1RUPDOO\WKHVHTXHVWLRQVZRXOGQ¶WEH asked in such detail and the focus is usually on patients 
themselves not their families. Thus, the nurse was asked about the purpose of this extensive 
assessment for both the patient and the family. The nurse described that in addition to building 
a rappoUWZLWKSDWLHQW¶VIDPLO\ZKHUHWKH\FDQSURYLGHDQDSSURSULDWHVXSSRUWWKLVDVVHVVPHQW
ZDVPDLQO\LQRUGHUWRHVWDEOLVKWKHSRVVLEOHUHDFWLRQRIWKHIDPLO\WRWKHSDWLHQW¶VLPPLQHQW
death: 
You know I did that even they (physicians) had already done and we already 
had some of these information in the patient file, but this was to build a rapport 
and provide an appropriate support for them by putting myself in their position. 
Additionally, I did that mainly to predict their response if death happened since 
the patient was very critical. Knowing this thing determine the type and how 
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much information we as a staff could provide and what their response might be 
at the time of death. Also, we can build a picture about how they will react after 
the patient death. So we got prepared. (Senior Nurse 6, H1, Coronary Care Unit) 
This assessment was also seen by nurses as well as doctors as an integral part in determining 
the type and level of care that would be followed; detecting the possibility for limiting some 
invasive treatments or the opportunity for deviation from the normal pattern of practice and 
determining the kind and the amount of communication that would be carried out with families. 
7KXV WKLVDVVHVVPHQWZDVUHJDUGHGDVDVRUWRI µWHVWLQJ WKHZDWHU¶ WRVHH Lf it is possible to 
suggest to the family that some limitation of treatment might be sensible. For example, in a 
brief interview with doctor 6, he talked about a patient who settled in the medical intensive 
care unit at the time of interview. The patient was an older woman who had been in the medical 
unit for long time and was perceived by staff to be dying. The patient was surrounded by her 
family members. The doctor pointed out that based on their assessment of the family 
assessment they did not communicaWHWRWKHIDPLO\RSHQO\WKHSDWLHQW¶VG\LQJVWDWHRUGLVFXVV
the do-not-resuscitate policy with the family. In this quote, this assessment includes the degree 
of the famil\¶Vsatisfaction about the care provided; WKHIDPLO\DFFHSWDQFHRIWKHLUSDWLHQW¶V
condition; their expectation or expected outcomes or their hope of recovery: 
«)RUH[DPSOHGR\RXVHHWKHIDPLO\VXUURXQGLQJWKDWSDWLHQWWKHSDUWLFLSDQW
pointing to family members surrounding their patient in the unit and asking the 
researcher to look towDUGWKHP"WKH\GRQ¶WDFFHSWDQ\WKLQJYHU\WRXJKWKH
patient is dying and they still have a hope; they always convince themselves that 
there is a medical negligence behind their patients deterioration. How do you 
think that we can tell them that your patient is dying or asked if the patient 
DUUHVWHGVKRXOGZHUHVXVFLWDWHKLPWKHSDUWLFLSDQWPHDQµGRQRWUHVXVFLWDWH
RUGHU¶LWLVLPSRVVLEOHIRUWKHPWRFRPSUHKHQGWKDW(Second Year Doctor 6, H2, 
Medical Intensive Care Units) 
6.3.4 Trust optimising behaviours 
The findings demonstrate that the staff recognised that caring for the needs of the dying 
SDWLHQWV¶IDPLOLHVZDVDQLQWHJUDOSDUWRIWKHLUZRUN7KHVWDIIGHVFULEHGWKDWFDULQJIRUIDPLOLHV
aids in attaining their trust and help them get through their traumatic experience of having their 
loved one in critical care. Although providing care for families was reported in the medical 
staff accounts, it was a major theme in the nursing staff accounts For example the head nurse 
three commented on the importance of SURYLGLQJFDUHIRUFULWLFDOO\LOOSDWLHQWV¶IDPLOLHV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Families for example, since we are talking about end of life care, in intensive 
care units basically you are not providing care for patients themselves; you are 
providing care for their families instead. Because when you have a 16 years old 
SDWLHQW ZKR LV G\LQJ«RU DQRWKHU WLPH ZH KDG D IHPDOH SDWLHQW WKH SDWLHQW
started on haemodialysis just 6 months before her death; she was healthy; she 
was admitted with pneumonia and then she electively intubated and within two 
GD\VVKHSDVVHGDZD\<RXFRXOGQ¶WEHOLHYHKRZH[WUHPHO\GLVWUHVVHGKHUIDPLO\
members were and how very difficult it was for them to accept her dying and 
death. So these are the families whom you need to provide care for. (Head Nurse 
3, H2, Medical Intensive Care Unit) 
The nursing staff reported that although their care is almost the same for all families in critical 
care units, they tried to support the families of dying patients differently. In their accounts, the 
staff referred to this care GLIIHUHQFH DV IRFXVLQJ RQ WKH µVLPSOH WKLQJV¶ WKDW WKH\ KDYH WKH
opportunity to provide. Allowing families to perform their cultural and religious rituals; 
provide them a space for gathering together and supporting them emotionally are µVLPSOH
WKLQJV¶shown in the quote below from head nurse four interview:  
7KHUHDUHµVLPSOHWKLQJV¶ZHFDQGR6RWRVSHDNWKHUHLVDOLWWOHLHEHLQJQRW
strict about visiting; from our own experience we know that this patient is end 
of life so sometimes I may give the family our meeting room; I may set with them 
a little; I allow visitors to stay with their patient and I allow them to read 
³4XUDQ´ 0XVOLP%RRNDQG WKLVDVDQH[DPSOH (Head Nurse 4, H2, General 
Intensive Care Unit) 
Providing families with flexible visiting hours and enabling them to stay with their patients as 
PXFKDVSRVVLEOHZDVDUHVSRQVHWRWKHFDUHWKDWLVSURYLGHGWRG\LQJSDWLHQWV¶IDPLOLHVWKDW
appeared across all the staff accounts, in spite of this being contrary to institutional policies. 
Head nurse one voiced this in her interview, comparing the visiting system in the general 
intensive care unit and what she used to do in her unit: 
Namely, DFFRUGLQJWRWKHKRVSLWDO¶VSROLFLHVthe visiting hours are so limited 
here in the critical care units. For example, in the general intensive care unit 
the visiting system is on card which allows one visitor for every patient at a 
time. However, there is something special for these patients (dying patients) and 
their families and should be done for them. So, I may call the security members 
and tell them to let family members for such patients to enter in two persons 
each time, and even if it not the visiting time for and even though, it is against 
the policy to do so. (Head Nurse 1, H1, Coronary Care Unit) 
The QXUVLQJVWDIIZKHQZRUNLQJZLWKFULWLFDOO\LOOSDWLHQWVIDPLOLHVWULHGWRUHGXFHWKHIDPLOLHV¶
stress and anxieties by providing them with detailed permissible information about their patient 
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condition; working in between families and medical team and allowing families to participate 
LQWKHLUSDWLHQW¶VFDUH)RULQVWDQFHWKHVHUROHVDUHUHSRUWHGE\QXUVH 
Explaining to families about their patient's prognosis day by day and give them 
a follow up even it's a simple follow up or we may call doctor if then request 
and make families participate in their patients care. We read in some studies to 
make the family witness the cardiopulmonary-resuscitation of their relatives 
and help in providing care for their patients. In term of myself, and even that 
there is a policy in the hospital said that no visitor stay more than five minute 
and no visiting after 7 pm, I allow the families of the dying patient to stay with 
their patient too much. You see? You know, their patient is dying and I separate 
between them in last moments of patient's life, it is not acceptable, is it? (Charge 
Nurse 9, H2, Coronary Care Unit)  
Teaching families how to deal with their unconscious patients was another role that is adopted 
E\ WKH VWDII ZKLOH ZRUNLQJ ZLWK G\LQJ SDWLHQWV¶ IDPLOLHV Nurse 10 explained that helping 
IDPLOLHVWREHFORVHWRWKHLUSDWLHQWVZDVDZD\QXUVHVXVHGWRUHGXFHWKHIDPLOLHV¶DQ[LHWLHVDQG
stress: 
When they (families) come, we told them to set with their patients, holding 
his/her hand, tries to talk and chat with him/her and so on. Sometimes the 
families ask us whether the patient hears them or not "can he/she hear us", we 
said yes. You will get the feeling that there had been a relationship between the 
patient and his/her family; I mean between patients at the end of life phase and 
their families, and this will ease things a bit (Charge Nurse 10, H2, Medical 
Intensive Care Unit) 
Some head nurses tried to assign the care of dying patients to a specific staff with certain 
behaviours. This was reported to be done to mHHWWKHSDWLHQWVDQGWKHLUIDPLOLHV¶QHHGV+HDG
nurse one in the quote below voiced this role:   
Sometimes I know that this nurse has these attitudes and that one has this 
communication for example. One may be composed, poised, and calm while 
someone else may not be. In my morning assignment distribution I assign this 
patient (mean dying patient) for this nurse, and I tell them on the night shift to 
DVVLJQWKHSDWLHQWWRWKDWQXUVH2UGRQ¶WOHWWKDWSHUVRQFDUHIRUWKLVSDWLHQW,
try to distribute those patients according my schedule. That is it; I do it 
intentionally according to families and patients. (Head Nurse 1, H1, Coronary 
Care Unit) 
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 Hopeful culture 
+RSHDPRQJIDPLOLHVRIFULWLFDOO\LOOSDWLHQWV¶ZDVDWKHPHWKDWLVUHSRUWHGDFURVVDOOLQWHUYLHZV
with critical care staff and would affect their practice while working and communication with 
families of critically ill patients. Culturally, the staff reported that they are living in an 
emotional and hopeful culture where families always have hope regardless the criticality of 
their health care status and they always ask for hope even it is minimal. Thus the staff struggle 
to find a balance between sustaining authentic hope that the families need without presenting 
false hope. These observations were voiced in doctor five and doctor two interviews in the 
quote below. Interestingly, doctor two saw that even where any realistic hope of recovery is 
OHVVWKDQWKLVVKRXOGQ¶WEHQHJOHFWHGZKHQFRPPXQLFDWLQJZLWKIDPLOLHV 
D5: Here in our culture, families keep hoping always; live on to hope always; 
holding on to hope always. As I said before, we are living in an emotional 
culture and most emotions are applied to females because they are emotional 
more than men. So if you are going to tell any female especially mothers that 
µVRUU\WKHSDWLHQWLVYHU\WLUHGDQGDFWXDOO\WKHUHLVQRKRSH¶XQFRQVFLRXVO\\RX
IHHOWKDW\RXGRQ¶WPHWKHUQHHGRUZKDWVKHLVORRNLQJIRURUVKHPD\PDNH\RX
feel that you deceit her since you suppose to give a hope. (Senior Doctor 5, H2, 
cover all critical care units) 
D2: Some specialists may know that there is just limited hope and the likelihood 
of the patient improving is less than 5%, he still has a hope. This hope, that 
some specialists might have, is what they give to the family and families always 
ask for this hope even though it is minimal. (Second Year Doctor 2, H2, Intensive 
Care Unit) 
2QWKHRWKHUKDQGIURPWKHVWDII¶VDFFRXQWVLWVHHPVWKDWIDPLOLHVVHHNKRSHHYHQWKRXJKLWLV
slight as a response to the traumatic experience of having their loved one in critical care. For 
LQVWDQFHQXUVHLQWKHTXRWHEHORZWDONHGDERXWWKHIDPLOLHV¶QHHGWRIRVWHUDQGPDLQWDLQ
hope, and the point that families tried to build or seek hope even it is unrealistic along with 
denial in order to adapt with their experience of loss: 
This hope is because of the excessive attachment between the family and the 
patient. I mean that sometimes some families ask you to give them a hope even 
it is false, the most important to them is to hear a hope and sometimes they don't 
accept that the patient is tired and they said that "our patient is on your unit to 
give him the care" and they don't realise that as long as the patient is on 
intensive care unit his/her situation is critical and that what make the patient's 
family afraid, so sometimes we enforce to talk anything to make them calm. 
(Charge Nurse 10, H2, Medical Intensive Care Unit) 
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The staff also alluded to the importance of providing clear, understandable and detailed 
LQIRUPDWLRQRQWKHLUSDWLHQWV¶ condition and the possible prognosis in order to help families to 
steer and control their hope. Head nurse three in the quote below talked about the importance 
RIHIIHFWLYH FRPPXQLFDWLRQZLWKSDWLHQWV¶ IDPLOLHV LQPDNLQJ WKHLUKRSHPRUH UHDOLVWLF DQG
avoiding future conflict:  
If family understand their relative health status, there will be no conflicts 
between us (families and staff). The families usually come to the unit having the 
idea that their patients will discharged from the unit walking and that according 
to the picture that they have about the intensive care units. Communication 
VXUHO\ PDNHV WKLQJV HDVLHU LW JLYHV WKHP WKH UHDO YLHZ IRU WKHLU SDWLHQWV¶
condition. Surely, effective communication will make things easier. (Head Nurse 
3, H2, Medical Intensive Care Unit) 
However, because the situation in critical care units is characterized by numerous uncertainties 
and unpredictable developments in addition to the ineffective information that is perceived by 
the staff, the families have unrealistic hope. The next section discusses how the staff tried to 
work with families in the context of their hope. 
6.4.1 Working with families facing loss 
The findings of this study demonstrate that the critical care staff tried to provide care for dying 
patients in the context of theLUUHODWLYHV¶ hope when they are confronted with WKHLUSDWLHQWV¶
critical situation. The hope would change from the time of admission to the time of death. 
According to this, the staff reported that families at the time of admission are very shocked, 
distressed and in denial and the hope of recovery dominates everything. This was clearly 
reported by head nurse three who described the hope state of a family when their relatives 
admitted to the intensive care unit. This seems that the families adopt a hopeful stance as an 
adaptive response when they find it impossible to believe or to acknowledge the critical status 
of their patients: 
I have a patient admitted recently to the unit; he is nearly brain dead (massive 
brain injury) and we are waiting for his death. However, the family still have a 
hope that the patient will be alright and he will get recovering, you see? So if 
someone comes now and wants to inform them that your patient is dying or asks 
them for not resuscitating the patients, absolutely they will never accept or 
agree unless the patient gets one more week in the unit or something like that. 
At that time, the family members themselves might get the point of dying and 
take off their dreams, and only at that time you might talk with them; but to give 
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them these things as a one shot from the beginning, it is not an easy discussion 
WREHPDGH,PHDQRXUFXOWXUHVWLOOGRHVQ¶WDFFHSW(Head Nurse 3, H2, Medical 
Intensive Care Unit) 
During this time, the staff try to handle the family distress and hope by providing the best care 
LQIDPLO\WHUPVZKLFKWKHVWDIISHUFHLYHGWREH³GRLQJHYHU\WKLQJ´DQGWKDWWKLVKDSSHQVHYHQ
µGRLQJHYHU\WKLQJ¶LVIXWLOH,WVHHPVWKDWWKHVWDIIWULHGWRPHHWWKHIDPLOLHV¶H[SHFWDWLRQVIRU
the provision of aggressive treatments and thus to maintain the hope of recovery and reduce 
IDPLOLHV¶DQ[LHW\DQGVWUHVV2QFHWKHVWDIIUHDOLVHWKDWWKHIDPLOLHVFDQFRSHZLWKWKHLUSDWLHQW¶V
situation, they try to change their manner of dealing with the patient. For instance, doctor four 
talked about working with a female patient who had a massive brain injury over a one week 
time period. The patient was young, previously healthy and had arrested suddenly. The doctor 
reported that they took three days to prepare the family for the SDWLHQW¶VG\LQJ'XULQJWKHVH
days, the care was reported to be very active even though the dying status of patient was clear 
to the staff.  The doctor reported that the reasons behind the provision of aggressive treatment 
was in order for the family to experience that the treatments were futile and to give them enough 
time to accept the reality of the situation:  
She had a ruptured aneurysm; she stayed here in the unit (intensive care unit) 
IRUQHDUO\RUIXOOGD\V«IURPWKHVDPHGD\VKHFDPHZHNQRZWhat she is 
G\LQJ«ORRN)LUVWO\ZKHQVKHZDVDGPLWWHGHYHQWKDWZHNQRZWKDWWKHUHZDV
no hope with her case, but you know at that time we had to work to say that we 
did what should be done; I mean in the first 2-3 days, we worked actively upon 
her; active in terms of doing septic workup, antibiotic, vasopressors 
medications and mannitol; everything was done; even we give her lactulose, 
you imagine; everything was active. All that care (active care) continued for 
three days. After three days we stopped the sedation then the antibiotics and 
after that we stopped everything; the patient kept just on the vasopressor 
PHGLFDWLRQV DQG RQ YHQWLODWRU XQWLO GHDWK«WR EH KRQHVW WKDW GHOD\ LQ
discontinuing the active treatments was to a large extent for family; this was in 
addition to that the computer tomography (CT) report take some time to be 
ready, of course we know the CT result from the first one hour of her admission 
EXW ,¶P WDONLQJ DERXW WKH UHSRUW EXW WKHQ DJDLQ WKH IDPLO\ KDG D PDMRU
UROH«\RXNQRZWKH\FRXOGQ¶WKDQGOHDQGDFFHSWWRWHOOWKHPWKDWWKHSDWLHQWLV
dying from the first time the patient was admitted; so that delay give them a time 
to understand the reality and comprehend what is going on. You know, a young 
patient, previously healthy and sudden arrest it is impossible for them to accept 
that. (Senior Doctor 4, H1, cover all critical care unit) 
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 Conclusion 
This chapter has reported the experiences and perspectives of critical care staff toward working 
with families of critically ill patients who are likely to die. It explored how staff seek to care 
IRUDQGFRPPXQLFDWHZLWKSDWLHQWV¶IDPLOLHVDQGH[SORUHVWKHEDUULHUVDQGFKDOOHQJHVWRIDPLO\
focused communication and care. The findings show that families are perceived by staff to 
have an essential role in any end of life care decision where limiting life support treatment 
would take place but that barriers to the provision of effective end of life care and 
communication means that it is rarely possible to openly discuss these issues with families. 
StafISHUFHLYHGWKDWWKHGRFWRUV¶FRPPXQLFDWLRQVZLWKSDWLHQWV¶IDPLOLHVZHUHUDUHO\HIIHFWLYH
when they concerned death and dying. Although the role of nurses was considered to be 
important in the communication process, nurses perceived that they had a limited range of 
opportunities for communication. Cultural issues were reported to have a key effect on the 
FULWLFDO FDUH VWDII ZKLOH FRPPXQLFDWLQJ ZLWK G\LQJ SDWLHQWV¶ IDPLOLHV Collective decision-
PDNLQJ LQFOXGLQJ FRPPXQLFDWLRQ ZLWK ODUJH IDPLOLHV¶ PHPEHUV DQd the essential role of 
families), WKHFXOWXUHRI³doctor dominant´ and an overarching perception of death as a taboo 
subject were common issues encountered by the staff in this study. The next chapter will 
discuss the findings of this study in the context of the present literature. 
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Chapter7:  ŝƐĐƵƐƐŝŽŶ 
 Introduction 
This study explored the experiences of Jordanian critical care staff when providing care for 
patients whom they perceived were likely to die. It provides insight into the difficulties they 
encountered and how they sought to care for, and communicate with, the families of patients 
who were approaching the end of life. TKH FRQFHSW RI µWUDQVLWLRQ¶ was used a theoretical 
framework to enable understanding of end of life care practice. Existing evidence has 
highlighted the importance of identifying, managing and directing the process of transition to 
palliation and finally, to end of life care. Effective management of such transition facilitates 
the providing of quality care for people who are approaching their end of life. However, 
identification and management of the transition phase to end of life care is complex, 
challenging and difficult for all those involved within critical care. The issue of the difficulty 
in making such a transition for patients in the critical care units was frequently raised in this 
study; complexity surrounding this stemmed from prognostic uncertainty about whether 
patients were dying or not and the emotional experiences staff encountered when caring for 
dying patients and their families. 
This chapter offers a discussion of the study findings in the context of the contemporary 
literature, identifies the contribution of the study to existing knowledge, practice and research 
and proposes recommendations for policy, practice, education and research. Finally, the 
strengths and limitations of the study are acknowledged. 
The participants in this study were the resident doctors and nurses working in two University 
hospital critical care units in two cities in Jordan. The study was conducted between September 
2012 and April 2013, using a mixed methods approach in two phases. The first phase employed 
WKH³National Survey of Critical-Care Nurses' Perceptions of End-of-Life &DUH´ (adapted with 
permission) to elicit the views of staff (n=104) about the obstacles and facilitators they 
encountered when providing end of life care. In the second phase, qualitative interviews were 
conducted with a sample of the surveyed staff (15 nurses; 10 junior doctors; 5 head nurses). 
The interviews enabled insight into how the issues reported in the survey were experienced by 
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staff and allowed identification of otherwise unknown factors. They also enabled exploration 
some cultural issues in end of life care that were very particular to the Jordanian context.  
An overarching finding is that the critical care staff experience moral distress when caring for 
critically ill patients whom they perceive to be dying³Moral distress´UHIHUVWRWKHYLVFHUDO
painful feeling experienced by some healthcare professionals when they act in a manner that is 
contrary to what they perceive to be the morally right course of action (Berlinger et al., 2013; 
Jameton, 1984; Wilkinson, 1987). The moral integrity of healthcare professionals who practice 
in critical care is potentially greatly susceptible to threat since bioethical and legal issues are 
encountered on a day to day basis and are especially brought to the fore in end of life care 
contexts (Elpern et al., 2005; Ferrell, 2006; Mobley et al., 2007). In a recent Jordanian study, 
Allari and Abu-Moghli (2013) surveyed 150 critical care nurses in twelve Jordanian (seven 
public and five private) hospitals to describe their level of moral distress and reported that the 
nurses reported moderate level of moral distress. 
As a concept, moral distress is an umbrella term that refers to the range of psychological, 
emotional and physiological experiences of individuals when acting in ways that are 
inconsistent with deeply held ethical values, principles or moral commitments (McCarthy and 
Deady, 2008). Moral distress was firstly delineated by the philosopher Andrew Jameton, as it 
pertains to nursing, in 1984 and was used to indicate a situation in which nurses are restrained 
from acting according to their moral choice because of institutional factors such as time 
constraints, institutional policy or legal limitation (Jameton, 1984: P. 6). Since then, a number 
of accounts of moral distress have been developed along with a range of empirical tools to 
identify the sources of moral distress, to measure and assess its impact on nurses as well as 
other health professionals and to identify how individuals cope with and/or resist moral distress 
(De Villers and DeVon, 2013; Austin et al., 2005) 
The growing literature on moral distress defines this concept, or notion, in different ways. 
Consequently there has tended to be an abstraction of this concept which makes it more difficult 
to find a common ground or a consensus definition. The literature demonstrates that there is a 
dearth of work that unpacks the concept of moral distress theoretically, while also   critically 
considering its meaning empirically, by delineating and measuring it (McCarthy and Deady, 
2008). The theoretical literature available on moral distress has indicated that the ways in which 
moral distress is defined and operationalized in empirical studies is problematic and documents 
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concerns about the lack of clarity in the way in which the concept of moral distress is portrayed 
in nursing research (Corley, 2002; McCarthy and Deady, 2008; Repenshek, 2009). 
Additionally, it expresses concern about the fact that research, so far, has been largely narrowed 
to determining the prevalence of experiences of moral distress among nurses (Corley, 2002; 
McCarthy and Deady, 2008; Repenshek, 2009). 
Moral distress has been revealed as a complex and debatable concept that draws attention to 
the moral labour of nurses and  other health professionals (Austin et al., 2005). Various 
critiques are documented in the literature. Firstly, theorists and researchers differ in placing 
emphasis of different dimensions of moral distress: for example whether it is an inability to do 
what is known to be the right thing to do; or doing what it is believed is the wrong thing 
(McCarthy and Deady, 2008). Secondly, different views about how ³PRUDOLW\´ is 
conceptualized and which moral values ought to be valued by individuals and societies. 
Namely, explaining ZKDWZHPHDQZKHQVD\LQJ WKDWµLQGLYLGXDOVNQRZZKDW LV WKHPRUDOO\
ULJKW WKLQJWRGR¶DQGZKDt are the particular set of moral values that the individuals use to 
evaluate the rightness or wrongness of an action (Repenshek, 2009). Thirdly,  questions about 
how and why any given set of values which determine the rightness or wrongness of an action 
such as freedom, justice and dignity, happiness, peace and reconciliation are adopted by 
individuals or societies at any given time or place (McCarthy and Deady, 2008; Repenshek, 
2009). FourthlyWKHXVHVRIZRUGµGLVWUHVV¶DQG exploring moral distress and related concepts 
that link to one another e.g. stress of conscience, moral uncertainty, moral stress, moral 
discomfort and emotional distress (Lützén et al., 2010; Begley and Piggott, 2013). Finally, the 
issue of whether the moral distress concept should extend to consider the experiences of 
patients and relatives who must make hard ethical choices and its effect on patient care (Begley 
and Piggott, 2013).  
Nevertheless, the concept of moral distress has been in existence for more than thirty years, 
and it has received much attention in the international literature in recent years. Additionally, 
the empirical research and literature reviews on moral distress affirm that moral distress is an 
issue of concern for nurses and other health professionals around the world and indicated some 
consensus in relation to the factors that contribute to moral distress and its impact on nurses 
and nursing care. Moral distress highlights the way in which responsibility and authority is 
divided out in healthcare settings and acknowledges the role that emotions play in having a 
moral life and being a moral agent. 
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Moral distress has serious implications extending to SDWLHQWVDQGSDWLHQWV¶IDPLOLHV It has been 
associated with healthFDUHSURIHVVLRQDOV¶stress, job dissatisfaction and lack of retention in the 
workplace and likewise from the profession (Elpern et al., 2005; Hamric and Blackhall, 2006; 
Ferrell, 2006). It has negative effects on staff psychological and physical well-being, self-
image, and spirituality (Hamric and Blackhall, 2006; Badger, 2005). Experience of moral 
distress also influenced staff attitudes toward providing care for critically ill patients in critical 
care units (Wilkinson, 1987; Rubin, 1996; Elpern et al., 2005). Elpern et al. (2005) surveyed 
28 nurses working in a medical intensive care unit to describe the experiences and implications 
of moral distress and found that the sense of moral distress among critical care staff influenced 
their attitudes towards advance directives and participation in blood donation and organ 
donation and led them to either avoid patients or be over-solicitous due to a sense of guilt. 
Effects extending to patients include: increased pain, longer time of hospital stays and care that 
is not in their best interests (Baggs et al., 1999). The majority of studies on moral distress have 
focused on nursing staff (Epstein and Delgado, 2010; Latour et al., 2009; Levin et al., 2010; 
Suliman and Abu Gharbieh, 1996; Mrayyan, 2007; Corley, 2002). However, it is essential to 
highlight that moral distress is not merely a nursing issue. It has been identified to be a 
phenomenon affecting all healthcare professionals (Epstein and Delgado, 2010).  
An examination of the literature shows that there is range of situations that cause moral distress 
among healthcare professionals. Corley (2002) identified the common sources of moral distress 
for nurses: 
x Feeling that they are providing inadequate care of patients or care that is not in the best 
interest of the patient; 
x Poor end of life communication between health care professionalV DQG SDWLHQWV¶
families; 
x Staffing levels that are inadequate DQGEHLQJXQWUDLQHGWRPHHWSDWLHQWV¶QHHGV 
x Inappropriate allocation of healthcare resources; 
x Feeling that pain management is inadequate; 
x 8QUHDOLVWLFDQGIDOVHKRSHRIIHUHGWRSDWLHQWV¶DQGWKHir families. 
In this study, there were three main dimensions to the moral distress experienced by the staff. 
These dimensions represent the key findings of the study. The discussion in this chapter 
synthesises these key findings by identifying and presenting a discussion of them in relation to 
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the wider literature and identifying their implications for end of life decision-making in critical 
care units in Jordan and elsewhere. Below I briefly highlight each of these dimensions, before 
turning to a more detailed examination:  
First, the study showed that nurses experience moral distress when they are aware when the 
patients are likely to die, know that continuing life sustaining treatment is futile and yet are 
expected to continue to provide treatment as normal. Aggressive modalities of treatments are 
the usual practice pursued for most terminally ill patients, with both nurses and doctors 
perceiving there to be no planned, clear or distinct transition from curative directed care to end 
of life care. 
Second, wLWKUHJDUGWRWKHLUUHODWLRQVKLSZLWKSDWLHQWV¶IDPLOLHVWKHVWDIIIRXQGWKHPVHOYHVWR
be in a problematic and paradoxical situation. One the one hand, they expected (and it is 
FXOWXUDOO\QRUPDWLYHSDWLHQWV¶families to take the lead  in the care decision making process 
and thus perceive that the power in decision-making should lie with SDWLHQWV¶UHODWLYHVEXWRQ
the other hand, they also perceived that it is difficult and sometimes impossible to disclose bad 
QHZV RSHQO\ WR IDPLOLHV 7KHUHIRUH SDWLHQWV¶ families are not fully informed in a way that 
would enable them to take the lead in decision making process.  
Third, the staff have an appreciation of the principles of end of life decision making as a team 
activity and as a collaborative venture, but they are not able to put these principles into practice 
for reasons ranging from staff relationships with each other to health care system factors. 
The following sections discuss these three dimensions in relation to the wider literature. 
 Moral distress-dimension 1: providing futile care and treatments 
The findings in Chapter 4 show that staff were aware when a patient is likely to die because of 
their experience of other similar cases and that they also have awareness of the principles of 
good end of life care, based on some degree of understanding of international recommendations 
about best practice. However, the chapter also shows that the staff perceive that they cannot 
GHOLYHUµHQGRIOLIHFDUH¶UDWKHUWKHQRUPDODQGH[SHFWHGFRXUVHLVWKDWDJJUHVVLYHWUHatment is 
continued until all medical treatments are exhausted, even though this is recognised to be futile 
and to prolong the dying process. This contradictory situation was associated with the highest 
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degree of distress among staff. This finding resonates with an examination of the literature 
where it is shown that continuing with providing aggressive burdensome, costly and futile 
curative care even though is not in the best interest of the patient is the most common source 
of moral distress among healthcare professionals (Elpern et al., 2005; Epstein and Delgado, 
2010; Ferrell, 2006). 
Compared to the practice observed in the study, wider contemporary literature suggests quite 
marked differences with the West, although there are similarities in issues reported in an older 
literature from the West (1990s). However, the practice in this study resonates with other 
studies reported in the literature of end of life care in critical care units from Middle East 
countries. 
First, treatment decisions towards end of life e.g. withholding and withdrawing life-sustaining 
treatments are a common practice worldwide to the degree that in most critical care units death 
takes place after a decision to limit intensive therapy including United State of America 
(Prendergast and Luce, 1997; Pochard et al., 2001; Prendergast et al., 1998); European 
intensive care units for example, France, Spain and United Kingdom (Sprung et al., 2003; 
Ferrand et al., 2001; Esteban et al., 2001; Wunsch et al., 2005); and Canadian intensive care 
units (McLean et al., 2000; Rocker et al., 2004). This study suggests that such decisions are 
rare in Jordan i.e. the aggressive modalities of treatments is the usual practice that is pursued 
for most of the terminally ill patients. This study also suggests that in some Middle East 
countries there is a similar picture i.e. Israel and Lebanon (Eidelman et al., 1998; Yazigi et al., 
2005). It is interesting to notes that a fairly recent study from New Zealand report a similar 
finding to that this study observed (Sheward et al., 2011). Sheward et al. (2011) surveyed all 
(610) medical, nursing, and allied health staff working in a 194-bed hospital regional hospital 
in New Zealand toward their perceptions of end of life care practice. Sheward and colleagues 
found that one of the major themes emerged from the study was µno change¶ despite patient 
deterioration there would be no change in the direction of care. 
Second, in this study, even though generally there was no change was perceived in the care 
practice for critically ill patients, chapter 5 shows that there were times when exceptions to the 
usual pattern of care occurred. These tended to involve patients with advanced cancer, or those 
who were brain dead or very elderly, or in certain family and patients contexts (for instance 
where relatives had high level of understanding and education, where they were particularly 
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realistic or had a health care background; or where the patient had been in critical care for an 
exceptionally long time). Such an exception with patients who are brain dead has been reported 
in two studies conducted in Middle East i.e. Israel (Eidelman et al., 1998; Ganz et al., 2006). 
In a descriptive study that HYDOXDWHGSURVSHFWLYHO\WKHSDWLHQWV¶GLDJQRVLVW\SHDQGUHDVRQIRU
forgoing life sustaining treatments in a general intensive care unit of a university hospital in 
Israel, Eidelman et al. (1998) found that withholding treatments is very common in the study 
setting, while withdrawing treatments takes place with patients who are confirmed to be brain 
dead or in the situation where medications are deemed to be futile. The exception for brain 
dead patients was a common practice in America in the late 1960s and early 1970s when the 
withdrawing ventilator or hydration or nutrition was considered only for patients who were 
brain dead (Sprung, 1990; Meyer, 2011) before the time (between the late 1980s and early 
1990s) had come when limitations of life support treatments become a more common practice. 
Third, the findings in Chapter 4 show that the staff distinguish between withholding and 
withdrawing treatments and were more willing to withhold life-sustaining treatments over 
withdrawing it for patients who died in critical care units. However, these practices are 
bracketed together by many ethicists, physicians and judges and are suggested in international 
guidance and recommendations as being morally equivalent (Wellesley and Jenkins, 2009; 
Cook et al., 2006; General Medical Council, 2010; American Thoracic Society Bioethics Task 
Force, 1991). An examination of the literature from the Middle East and the Mediterranean 
show that clinicians seem to be more willing to limit intensive treatments and more reluctant 
to withdraw therapies. In addition to  the Israeli study mentioned above (Eidelman et al., 1998), 
in a Mediterranean study,  Iyilikci et al. (2004) found that the Turkish critical care clinicians 
have a preference to withhold rather discontinue treatment in terminally ill patients. In 
Lebanon, Yazigi et al. (2005) also found that while 38% of patients who died in a medical 
intensive care unit of a university hospital had therapies withheld, only 7% had life-sustaining 
treatments withdrawn. A similar trend was found in a study examining end of life practice in a 
neonatal intensive care unit conducted in Oman (Da Costa et al., 2002). This tendency to 
withhold rather than withdraw has also documented by some studies in western countries for 
example, in London and Sweden (Sprung et al., 2007); France (Ferrand et al., 2001); Canada 
(Keenan et al., 1997) and in United States (Prendergast, 2000) 
Fourth, another difference between practice as revealed by the wider literature and this study 
is related to the withdrawal of ventilator support and vasoactive drugs. Withdrawal of ventilator 
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support and vasoactive drugs is both legally permissible and accepted practice in critical care 
units in other parts of the world such as North America (Emanuel, 1988; Sprung, 1990); Europe 
(Vincent, 1990); and Australia (Emanuel, 1988). However, this study has shown that albeit 
with some limited exceptions withdrawing these treatments almost never occurs and moreover 
the staff perceive that withdrawing such treatments is akin to passive euthanasia. This 
perception is a theme that was common some 20-25 years ago in studies of international critical 
care unit practice (Rosner, 1991; Truog and Berde, 1993; Mystakidou et al., 2005; Goodman, 
2010). In contrast, contemporary literature highlights the importance of making a distinction 
EHWZHHQµDFWLYH¶HXWKDQDVLDDQGµOHWWLQJGLH¶ZKHQdealing with withdrawing machines or life-
sustaining treatments. International guidance states that withdrawing treatments should not be 
considered as a form of euthanasia as long as the intent is to relieve suffering and not to kill or 
hasten death (Garrard and Wilkinson, 2005; Rachels, 2007; McLachlan, 2008; Douglas, 2009). 
However, In Jordan to date there has been no culture of discussion and debate about these 
difficult issues and so neither the staff nor the policy makers understand the distinction. 
Finally, this study has shown that fluid and nutrition therapy might be withheld but not 
withdrawn and are considered to be different to other medical treatments. In contrast, such 
therapies have been reported to be the most frequently forgone treatments in western countries 
including Belgium, Denmark, Italy, Sweden, and Switzerland (Martin and Thompson, 2000) 
and the Netherlands (Martin and Thompson, 2000; Moss et al., 2005; Nava, 2004). Again, the 
finding from this study resonates with other research studies conducted in some Middle East 
countries for instance Lebanon and Israel (Eidelman et al., 1998; Yazigi et al., 2005). Italy is 
one example from  the European countries where it is not permissible to withdraw clinically 
assisted nutrition and hydration (Richards et al., 1996; Stefania Negri, 2013). This is largely 
for religious reasons since many religious traditions consider providing food and water in 
whatever form is basic needs and its provision is mandatory if the patients are unable to eat and 
drink Italy is largely a Roman Catholic country (Stefania Negri, 2013). Religious have a vital 
influence in the attitudes and behaviours of health care professionals towards decisions of 
limiting treatments at the time of end of life (Sprung et al., 2007). 
 ral distress-dimension 2: paradoxical relationship with families 
The findings in Chapter 5 reveal a contradiction in staff relationship with families that 
contributed to the distress the staff experienced. This contradiction occurs when the staff wait 
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for families to express their wishes about the treatment and care of the patient and thus direct 
the decision-making process, yet at the same time feel reticence and reluctance to initiate any 
conversations about the possibility of death and dying with patientV¶IDPLOLHV which would help 
families make an informed judgement. In the next section I discuss thHIDPLO\¶VUROH LQ WKH
decision-making process revealed by this study and how it relates to the research literature. 
7.3.1 The Families Have the Power 
The staff indicated that the families should lead or 'direct' any end of life decision-making and 
perceived that decisions to limit treatment can take place only with the consent of families 
when the patient lacks decision-making capacity. This empowerment of families comes under 
the umbrella of a wider cultural and legal context in which seeking consent from families is 
mandatory. Chapter 4 highlighted that Jordan lacks any national health care laws or policy in 
palliative or end of life care, either in relation to the process of end of life decision-making 
generally or when a patient lacks capacity to make treatment decisions. For example, there are 
no provisions for advance directives, appointment of surrogate decision makers or ethics 
committees for consultation in Jordan. However, Jordan does have a laws which formalises the 
decision role of families in healthcare14. It is to be expected then that healthcare professionals 
will apply such a law to end of life issues. Thus the view of families or relatives is sought and 
regarded as an essential part of process of making decisions. 
,Q FRPSDULQJ WKH VLWXDWLRQ UHYHDOHG LQ P\ VWXG\ ZLWK WKH OLWHUDWXUH RQ IDPLOLHV¶ UROHV LQ
decision-making, it is clear that family involvement in end of life care decision-making in 
critical care units is valued worldwide (Sprung and Eidelman, 1996; Van der Heide et al., 
2003). However, examining the international literature shows large variations in the extent to 
which families, relatives and other caregivers are perceived to have a role in the end of life 
decision-making process when a patient lacks decision making capacity and has no advance 
directive: 
1. Physicians in the United States prioritise patient autonomy in making decisions to undergo 
or refuse treatment (Electronic Code of Federal Regulations, 2011). Consequently, many 
decisions for forgoing of life-VXVWDLQLQJ WUHDWPHQWV GHFLVLRQV DUH PDGH E\ SDWLHQWV¶
                                                 
14
 For more information see http://www.lob.gov.jo/AR/Pages/default.aspx 
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relatives through surrogacy laws, using a substituted judgment or best interest standard, or 
with the agreement of families (Esteban et al., 2001; Luce and Alpers, 2000; Luce and 
Lemaire, 2001; Sprung and Eidelman, 1996). These decisions take place under the 
JXLGDQFHDQGDGYLFHRIWKHSDWLHQWV¶OHDGSK\VLFLDQs, with the consent of patients or their 
families. Asch et al. (1995) surveyed a national sample of 879 physicians working in adult 
intensive care units in United States with regard to their practice of limiting life-sustaining 
treatments and found that only 12-14% of in United State reported withholding or 
withdrawing life-sustaining treatments without the knowledge of relatives. 
 
2. Most of European physicians believe that end of life decisions such as withholding or 
withdrawing life-sustaining treatments are predominantly biomedical and ethical issues, 
and are the responsibility of the lead physician to make, albeit with appropriate 
communication and consultation with families. In most European contexts there is no legal 
obligation upon physicians to continue with futile treatments even if families feel strongly 
that they should be continued (Sullivan, 2002; Truog et al., 2008; Sjökvist et al., 1999; 
Vincent, 1999; Esteban et al., 2001). 
 
3. Some research in Europe shows a pattern in which physicians take over the responsibilities 
of decisions of forgoing of life-sustaining treatments with limited involvement of families 
and relatives or without patients surrogate knowledge or consent (Van der Heide et al., 
2003; Ferrand et al., 2001; Sjökvist et al., 1998; Melltorp and Nilstun, 1996). For example, 
Van der Heide et al. (2003) investigating the characteristics of end-of-life decision-making 
practices in six European countries found that with more than 50% of all end of life 
decisions in Italy and Sweden were neither discussed with the patient nor with relatives.  
Jordan is an Arab country where culture plays a primary role in the decisions around end of 
life care for the families of patients confronting life-threatening illnesses (Da Costa et al., 2002; 
al-Awamer and Downar, 2014). It is revealed in Chapter 5 that it is a culturally normative for 
family members to be the decision-makers regarding their patienWV¶HQGRIOLIHWUHDWPHQWDQG
the decisions will be negotiated between different family members (Giger et al., 2005; al-
Awamer and Downar, 2014). Clearly culture also plays a major role in other countries but a 
different culture produces a different emphasis. In the United States the culture is one of 
individualism, with the resultant emphasis on surrogacy. Additionally, it is perceived by the 
staff in this study that some patients want their families to decide on their behalf even they 
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have the capacity to make treatment decisions and in another case the family members of 
elderly patient usually take over the decision-making role. These decision-making features are 
also the norm in many other cultures for example Koreans and Mexican Americans, Asians, 
Bosnian and Pacific Islanders (Giger and Davidhizar, 2002; Maly et al., 2006; High, 1988; 
Giger et al., 2005; Searight and Gafford, 2005). Working with patients and families in the 
context of their culture is an essential foundation that allows for the delivery of individualized 
palliative and end of life care (Giger et al., 2005; Kagawa-Singer and Blackhall, 2001; Koenig 
and Gates-Williams, 1995; Searight and Gafford, 2005). Additionally, providing culturally 
competent end of life care is vital in the development of a trusting relationship between health 
care provider, patient and family (Barton and Brown, 1995). Building families-staff trust 
relationship represented a central theme that the staff struggled to achieve in this study. 
 Different cultures also give rise to different perceptions towards the status and the authority of 
SK\VLFLDQV LQ GHFLVLRQV DERXW SDWLHQWV¶ KHDOWK FDUH (Kingsley, 2010; Searight and Gafford, 
2005). In United States, for the Latino patients and families who have immigrated from 
Mexico, it is the physicians who make health care decision and it is not usual for the patients 
or their families to have an opportunity to choose among treatment options given by physicians 
(Kingsley, 2010). The patients and families hold an expectation that the making health care 
GHFLVLRQV LV D SK\VLFLDQ¶V MRE (Searight and Gafford, 2005). For example, many Filipinos, 
patients and their families rarely have an input into health care decision-making as the doctor 
is perceived to have the authority to make all decisions; even questioning physicians about 
health care decisions or enquiring about treatments options may be perceived as challenging 
WKHSK\VLFLDQ¶VDXWKRULW\(Lynch et al., 2003). 
7.3.2 Families are not empowered 
In chapter 5 we saw that communication between staff and family members is characterised by 
a lack of clear and frank conversations about the approach of death and dying. The staff in this 
study reported that they usually hesitate and sometimes intentionally avoid having such 
conversations with the families of patients whom they perceive are likely to die. In this study, 
staff perceived that it was as a way to protect families from being stressed and anxious and to 
sustain their hope. Physicians in multiple studies with different countries and different places 
share such perceptions. For example, Almack et al. (2012) interviewed 15 healthcare 
professionals caring for patients in five services providing palliative care to cancer and non-
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cancer patients in United Kingdom. In the latter study, the risk of taking away hope and causing 
distress were among the barriers perceived by the professionals to initiate end of life care 
preferences communication (Curtis et al., 2000; Gutierrez, 2012; Schulman-Green et al., 2005; 
Davison and Simpson, 2006). In the United States, Curtis et al. (2000) explored the barriers to 
end of life care communication for patients with advance acquired immunodeficiency 
syndrome and their primary care clinicians. Among the SK\VLFLDQV¶ related identified barriers 
that were associated with less HQGRIOLIHFRPPXQLFDWLRQZDVWKHSK\VLFLDQV¶DVVXPSWLRQWKDW
patients are not ready to discuss end-of-life issues. In a Canadian study, Davison and Simpson 
(2006) explored hope in the context of advance care planning from the perspective of patients 
with end stage renal disease and found that while the doctors worried about initiating end of 
life discussions in order not to deprive patients of hope, the patients showed that clear and 
honest information is crucial in managing their hope. In a critical care setting, Gutierrez (2012) 
and Schulman-Green et al. (2005) found that critical care nurses in United States express 
reluctance to initiate end of life communication and see continuation of  aggressive treatment 
as a means of  maintaining hope. 
Other physician and health care system related barriers for being reluctant to initiate any 
conversation about end of life care were also revealed in this study and resonate in wider 
research including: 
1. 8QFHUWDLQW\DERXWSDWLHQWV¶SURJQRVLV (Barclay and Maher, 2010; Sprung et al., 2008) 
2. Fearing from losing IDPLOLHV¶WUXVWand damaging their relationship as it became clear that 
they were unable to meet their expectationV IRU WKH SDWLHQWV¶ VXUYLYDO (Gordon and 
Daugherty, 2003; Christakis and Lamont, 2000). 
3. Staff were anxious to attain IDPLOLHV¶satisfaction (Sleeman, 2013; Weeks et al., 2012).  
4. Fearing liability or blame, since they did not perceive that it was as their job (either as 
junior doctors or nurses) to conduct such conversations (Ferrand et al., 2003; Yazigi et al., 
2005; Schulman-Green et al., 2005). 
5. Not trained to practice end of life communication (Bowden et al., 2012; Gibbins et al., 
2011). 
Moreover, in addition to the importance of communication with family members of a patient 
at the end of life for the practical aspect of a patient care in critical care units, staff-family 
communication is also essential for families themselves. Good information and communication 
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is established to be crucial in guiding and supporting family caregivers while caring for and 
working on behalf of their patients at the end of life and in bereavement time, helping them to 
cope, , improving satisfaction as well as perceived quality of care (Rabow et al., 2004; Truog 
et al., 2008; Jackson et al., 2012; Low, 2012). Several studies that examine the needs of family 
members of a patient with serious and life-threatening illness have documented that families 
desire good information and communication and tend to evaluate the quality of their 
interactions ZLWKFOLQLFLDQVEDVHGRQWKHFOLQLFLDQV¶FRPPXQLFDWLRQVNLOOV, perhaps even more 
than their clinical skill. (Giger et al., 2005; Koenig and Gates-Williams, 1995; Caldwell et al., 
2007; Russ et al., 2007; Clayton et al., 2008). Families desire clear, frank and honest 
communication at the end of life in order to anticipate and prepare for the outcome RIDSDWLHQW¶V
illness, managing their hope and identify their roles in providing care that is in the best interest 
of the patient (Apatira et al., 2008; Hagerty et al., 2005; Davison and Simpson, 2006). Two 
Jordanian studies have explored the most important needs perceived by the families who have 
a member in critical care units (AlǦHassan and Hweidi, 2004; Omari, 2009), (Table 7.1). 
Interestingly, both studies identify that gaining assurance and information were rated very 
highly by families. However, Omari (2009) who also explored whether these needs were met 
or not, found that none of these identified needs were perceived as being met. 
Table 7.1: Needs rated highly by families in critical care units 
1. To be assured that the best care possible is being given to the patient. 
2. To feel that the hospital personnel care about the patient. 
3. To feel there is hope. 
4. To have questions answered honestly. 
5. To have explanations given that are understandable. 
6. To know the expected outcome. 
7. To know specific facts concerning the patient's progress. 
8. To know how the patient is being treated medically. 
9. To know exactly what is being done for the patient. 
(AlǦHassan & Hweidi, 2004; Omari, 2009) 
This issue was reported in this study to have a cultural and religious dimension. Culturally, the 
staff perceived that the frank communication of issues about death and dying was impossible 
as it wRXOGFDXVHORVVRIKRSHDQGZRXOGH[DFHUEDWHWKHJULHYLQJSURFHVVRIG\LQJSDWLHQWV¶
families. Some studies of immigrants in the USA have found that talking about death and dying 
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issues is perceived to be unacceptable for a variety of reasons. For example,  Somalians in 
Minnesota consider it disrespectful  (Stratis Health, 2010); Bosnians perceive it to be associated 
with bad luck  (Searight and Gafford, 2005), while Korean and Mexican Americans perceive 
it to be associated with loss of hope (Blackhall et al., 1995; Giger et al., 2005; Kagawa-Singer 
and Blackhall, 2001). Some staff in this study perceived communicating that a patient is dying 
as µtaboo¶ since they perceived that it contradicts with the belief that God can only decide a 
SHUVRQ¶VIDWH. That this is alluded to by other Middle Eastern authors (al-Awamer and Downar, 
2014). Al-Awamer and Downar (2014) interviewed thirteen palliative care physicians who 
have experience in both Western and Middle East countries and identified the fearing of self-
blaming and guilt of committing sins in the matter of discussing death and dying issues. There 
is a Muslim belief that death and dying are issues that belong only to God who controls all 
events; God is the only one who knows whether a patient is dying and the timing of his/her 
death; these are issues beyond human control. Although the staff could clearly identify the 
dying patients based on their experience and knowledge of previous patients, they perceived 
that they were not permitted to be open about this. 
Religious IDLWKSOD\DYLWDOUROHLQSDWLHQWVDQGIDPLOLHV¶SHUFHSWLRQRILOOQHVVDQGWKHLUUHVSRQVe 
to death and dying issues (Mark and Lyons, 2010; Countries and Their Cultures, 2012; Zeilani 
and Seymour, 2010; Koenig and Gates-Williams, 1995). In other research religious issues also 
play a vital role in the attitudes and behaviours of health care professionals towards critically 
ill patients who are possibly dying (Sprung et al., 2007; Curtis and Vincent, 2010). For 
example, Sprung et al. (2007) compared the end of life practice in 37 intensive care units in 17 
European countries by the religious affiliation of physicians and patients. Sprung and 
colleagues found that there were significant differences associated with religious affiliation and 
culture for the frequency and type of end of life decisions of limiting treatments; the discussion 
of therapy limitation with families; and patients and the time to treatments limitation and death. 
Of the results, withholding treatments happened more often that withdrawing if the physicians 
was Jewish, Greek Orthodox; more withdrawing and more discussion of decisions with patient 
families occurred more often if the physicians is Catholic, Protestant, or had no religious 
affiliation. Additionally, there were variations in other parameters by religious affiliation 
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 Moral distress-dimension 3: lack of collaborative end of life 
decisi -making 
Another element to the moral distress experienced by the staff in this study occurred when they 
felt they were unable to put into practice the principles they acknowledged to be important in 
team-work, communication and end of life decision-making. In chapter 4 we saw that the staff 
perceived that there was a lack of collaborative discussion and communication about end of 
life care between them and the specialists involved in providing care for a patient. Rather, 
specialists were seen as having authority over decision-making, with few opportunities for 
other staff to have any input. This situation runs counter to international evidence that 
demonstrates the importance of interdisciplinary communication and collaboration in 
providing care in critical care units. Poor interdisciplinary communication and collaboration 
among critical care staff has multi-dimensional effects; it is associated with increased SDWLHQWV¶
mortality, length of stay and readmission rates (Baggs et al., 1999; Ahrens et al., 2003; Wheelan 
et al., 2003). Higher patient and family satisfaction is associated with good interdisciplinary 
communication (Gries et al., 2008; Larrabee et al., 2004; Buckley and Andrews, 2011; Jackson 
et al., 2012). In addition, better staff communication and collaboration has been associated with 
enhanced professional relationships, staff satisfaction, decreased job stress for staff and 
enhanced learning (Amos et al., 2005; Kalisch et al., 2010; Puntillo and McAdam, 2006). 
In this study, the opportunities for nursing staff to have a role in end of life communication and 
decision-making were identified as particularly limited. The nurses reported that they are 
unable to directly speech with specialist; this minimizes any opportunity for nurses to facilitate 
effective communication EHWZHHQ WKH VSHFLDOLVWV DQG WKH SDWLHQWV¶ IDPLOLHV This finding 
resonates with a diverse body of research showing the crucial role of nursing communication 
in transition to and provision of end of life care for terminally ill patients nevertheless they 
GRQ¶WDOZD\VDVVXPHWKLVWDVN; this mostly due to fearing of liability or blame since they did 
not perceive that it was as their job as nurses to conduct such conversations (Wilkinson et al., 
1998; Schulman-Green et al., 2005; Ferrand et al., 2003; Fridh, 2014). Several studies have 
recommended the involvement of nurses in end of life decision making (Ferrand et al., 2001; 
Society of Critical Care, 1990; American Thoracic Society Bioethics Task Force, 1991). Nurses 
have legitimate roles in facilitating end of life decision making process due to their proximity 
to patients and their families and their role as intermediary between with the medical staff. 
Wider research shows that nurses have a range of roles: 
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1. Helping in determining when to initiate end of life discussions with family members by 
identifying when the treatments proved to have no effect (Thelen, 2005; Puntillo et al., 
2001; Bach et al., 2009). 
2. $VVHVVLQJIDPLO\¶VQHHGVWRHQVXUHWKDWWKHFDUHLVLQWKHEHVW interest of patient and family 
(Murphy et al., 2001; Bach et al., 2009; Baggs et al., 2007). 
3.  Building a trust relationship with families (Fry and Warren, 2007; Robichaux and Clark, 
2006; Calvin et al., 2009).  
4. Supporting and guiding families during decision-making and during implementing end of 
life decisions (Liaschenko et al., 2009; Robichaux and Clark, 2006). 
5. Facilitate the communication of other critical care staff (Bushinski and Cummings, 2007; 
Heland, 2006; Calvin et al., 2007). 
 Contribution to theories   ‘ƚƌĂŶƐŝƚŝŽŶ ?ƚŽĞŶĚŽĨůŝĨĞĐĂƌĞframework 
The study used µWUDQVLWLRQ¶DVDWKHRUHWLFDOIUDPHZRUN to develop an understanding of Jordanian 
critical care end of life care practice from the perspective of health care professionals working 
in critical care units. This study adds to the scarce literature about transition from intervention 
to end of life care for people who are about to dying in critical care units. The findings 
prominently identify the moral distress that critical care health professionals experience as they 
seek to move from curative interventions to end of life care. This resonate with other research 
studies of transition in critical care units (Badger, 2005a; Coombs et al., 2012; Badger, 2005b). 
As reported, one of the distress source for the transition from cure to end of life care is 
continuing life sustaining treatments for patients not expected to benefit from that care. 
Participants in this study spoke of providing futile treatments to critically ill patients whom 
they perceived dying. Providing inappropriate aggressive life prolonging treatments has been 
reported as the major source of distress reported for health care professionals in critical care 
units (Zuzelo, 2007; Hamric and Blackhall, 2006; Mobley et al., 2007).  
Another distress resources reported in this study is the difficulty for staff to disclose bad news 
openly to families even though it is perceived that it is a culturally and legally standard for 
family to be the leader in the end of life care decision making process. The study demonstrates 
that the most important factor in facilitating transition to end of life care is for the staff to be 
empowered to address and discuss end of life issues with critically ill patients families (Coombs 
et al., 2012; Pattison, 2004; Pattison, 2006). This empowerment would involve to be prepared 
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educationally and emotionally and to have the skill of working as a team in order to carry out 
such a difficult and distressed conversation and care. Additionally, the finding demonstrates 
the essential role and the priority of cultural factors in managing the transition to and providing 
a quality end of life care even in the countries of same religion or whose their people are from 
the same background or ethnicity. The findings in this study demonstrate the far reaching effect 
of poor end of life communication on all parties who are involved in end of life care e.g. the 
significant distress the staff experienced; intra-staff and staff-IDPLO\ FRQIOLFW IDPLOLHV¶
dissatisfaction and mistrust; patients receiving unnecessary and futile treatment and longer time 
of hospital stays. 
Lack of a team work was another source reported by staff in this study for the moral distress 
they experienced. This study findings affirm the acknowledged argument that identification 
and management of end of life transition phase is more complex, challenging and difficult for 
those patients within critical care units (Ravenscroft and Bell, 2000; Coombs and Long, 2008; 
Robichaux and Clark, 2006; Gott et al., 2007). Thus, attaining an effective and timely transition 
from curative intervention to end of life care requires complex team decision-making processes 
where critical care staff communicate and collaborate between and among each other. This 
resonates with other research studies that explore the process of transition to end of life care 
(Coombs et al., 2012; Marsella, 2009). 
The qualitative and quantitative findings of this study revealed a number of challenges that 
contribute to the difficulty in attaining a smooth transition to end of life care. Among these 
FKDOOHQJHVLVWKHXQFHUWDLQW\WRZDUGSDWLHQWV¶SURJQRVLVDQGWKHFKDOOHQJHRILGHQWLI\LQJWKH
dying patients. This uncertainty UHODWH WR WKH GLVHDVHV¶ WUDMHFWRU\ QDWXUH IRU SDWLHQWV who 
admitted to critical care setting; the patients commonly admitted with complex conditions and 
experience an episodic of deteriorating and improving along disease¶ trajectory. Additionally, 
patients in critical care units may decline rapidly or die unexpectedly, thus the transition to end 
of life care is rapid which deprived families as well as critical care staff from required time to 
EHSUHSDUHGDQGKDYHDFRQWURORYHUSDWLHQWV¶GHDWK2WKHUUHSRUted factors that make such a 
transition so challenging include different religious viewpoints and beliefs among critical staff. 
These barriers are documented in the literature (Coombs et al., 2012; Marsella, 2009). 
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 Recommendations and policy, research and practice implications 
This study sheds light on two central ethical problems in end of life decision-making in Jordan: 
the problem of disclosure of terminal prognosis at the end of life and limited involvement of 
nurses and resident doctors in the process of end of life communication and decision making. 
Thus, the key recommendations of this study can be summarised more toward identifying and 
establishing the practice of ethically sound end of life decision-making. This section describes 
the future research, policy and practice implications that follow this recommendation. As 
explained earlier in the literature review of this thesis, in Jordan, there is a very limited existing 
published work on the nature and practice of end of life decision-making in critical care units. 
Thus, there is a wider need for evidence in end of life care to inform the development of policies 
and practice in critical care units (Bingley and Clark, 2009). Findings of the study suggest 
several new directions of investigation for future research: 
)DPLOLHV¶H[SHULHQFHVQHHGVDQGUROHLQHQGRIOLIHGHFLVLRQ-making: Making end-of-life care 
decisions in the context of critical care units is complex, stressful and challenging for families 
of the terminally ill patients. This would be augmented in Jordanian context where families are 
assumed legally and culturally to be the leader in deciding the best care for their loved one who 
is in capable of deciding about their own care. This indicates a need to put special emphasis on 
LGHQWLI\LQJWKH-RUGDQLDQIDPLO\¶VQHHGVDQGtailoring care and management of the end of life 
care in a way to meet these needs and empower families by provision of information about how 
best to support the patient. Thus, one important investigation for future research is to look at 
the decision-making experiences, needs, concerns and fears of family who assisted terminally 
ill family member who are no longer able to make their own healthcare decisions. 
)DPLOLHV¶SHUFHSWLRQVRIJRRGHQGRIOLIHFDUHDQGFRPPXQLFDWLRQ: The findings demonstrate 
that the staff have a poor awareness of what family perceptions toward good end of life care 
and communication are and their practice is not evidenced based. The staff interviews revealed 
that staff hold a SUHVXPSWLRQ WKDWSDWLHQWV¶ IDPLOLHV DUHXQZLOOLQJ WR DFFHSW DQ\HQGRI OLIH
conversation. This is really problematic because if their perception is right, it may be better not 
to try to conduct such conversations. However, if this perception is wrong, this means that there 
are opportunities for end of life care and communications have been missed. This indicates a 
need to understand more about families' perceptions of good end of life communication and 
care. Additionally, more research needs to be conducted to explore the perception of 
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Jordanian¶VIDPLOLHV who had lost a loved one in critical care units toward good end of life care 
and peaceful death. 
This sWXG\¶VILQGLQJVUHYHDOHGWKDWWKHUHDUHQRSDUWLFXODUQDWLRQDOKHDOWKFDUHODZVRUSROLFLHV
in Jordan that guide the process of end of life decision-making. Lack of clear standards and 
policies were perceived among the central constraints for staff in this study to communicate 
and practice end of life decision-making. This research suggests a need for policies about 
ethics, decision-making and advance planning for end of life care in critical care unit to promote 
a shared and ethical end of life decision-making; empower critical care staff and families with 
such decisions; and provides a meaningful context for quality care. The findings of this study 
and other future research (discussed above) will inform the development of such policies in 
critical care units in Jordan. This research suggests also a need for critical care staff to work 
and collaborate with stakeholders to identifying effective means to address ethical issues of 
decision making as a necessity to improve end of life care in critical care settings and 
implement interventions to promote the practice of ethically sound end of life decision-making. 
Addressing cultural, religious and legal issues is a great challenge, thus a concentrated, planned 
and collaborative work is required. Required policies should contain clear and detailed 
guidelines that set out a process for reaching end-of-life decisions. 
Before such guidelines can be introduced it is imperative that health care professionals receive 
better education in ethical issues in end of life decision-making. This could be by including the 
ethical issues of end of life in all critical care units-orientation programs; providing continuous 
trainings and courses for staff (Millner et al., 2009; Attia et al., 2013); and expand the provision 
of ethical end of life care training and courses to colleges and Universities. This also includes 
the importance of patients and families to be familiar and educated to the importance or 
desirability of advance care panning if possible. This study revealed a paradox in the staff-
family relationship in this study: staff want families to take the lead in decision-making but 
cDQQRWWDONWRWKHPDERXWWKHSUREDELOLW\RIWKHSDWLHQW¶VGHDWK. Frank disclosure of terminal 
prognosis and diagnosis are regarded as imperative in preparing for the end of life decision-
making (Clarissa de Pentheny et al., 2011). However, such conversations in Jordanian¶s context 
are very complex as it fraught with great emotions, cultural and religious attitudes and 
behaviours. 
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Ethical decision-making also necessitates empowering critical care staff to both professionally 
and educationally giving bad news in a very sensitive way that fit with the contextual cultural 
and religious (Wenrich et al., 2001). Developing educational and training programs in end of 
life communication skills for health care providers and include them in the orientation program 
for new staff is essential to support delivering such communication to patients and families. 
2QWKLVVHQVHWKHVWDIIQHHGWRHPSRZHUDQGDVVLVWSDWLHQWV¶IDPLOLHVZLWKWKHSURFHVVRIHQG
of life care decision-making. The key for this is to have better communication between the 
family and the critical care staff ZKHUHDGHTXDWHLQIRUPDWLRQUHODWHGWROLIHVXSSRUWDQGSDWLHQW¶V
prognosis are provided. Better communication include: assessing families beliefs (cultural, 
spiritual, social and otherwise) which need to be considered in end of life decisions making; 
spending enough time with families to build rapport and trust; listening to families; sharing 
information and expectation with families by which end of life care decisions making become 
a shared responsibility between families and health care staff and providing clear 
communication without technical terminology the families might not understand. 
This requires then a need to bridge between team members in critical care units; make more 
roles for psychosocial workers and religious leader (Table 7.2 draw a number of 
recommendations cited on literature would promote a team end of life communication and 
decision-making). By all of this, end of life care practice will be accustomed between staff in 
critical care units including when we talk about end of life care, who patients are involved, 
ZKDWDUHWKHLUQHHGVDQGZKLFKWUHDWPHQWVWKH\VKRXOGQ¶WUHFHLYH 
191 
 
Table 7.2: Recommendation to promote intra-staff communication and decision-making 
1. Providing a specialised training for critical care staff that incorporate: 
communication, coordination, problem solving, conflict management and team 
oriented culture (Boyle and Kochinda, 2004). 
2. Improving intra-staff communication in the critical care units using daily goals 
worksheet that outline all roles of healthcare professionals who may be responsible 
for a patient care (Pronovost et al., 2003). 
3. Use of joint grand rounds, patient care seminars, and inter-professional dialogues 
(Kennard et al., 1996). 
4. Conduct action researches that target the changes in organizational cultures regarding 
end of life care practice by developing and testing interventions to improve 
communication and collaboration between healthcare staff and other interventions 
that support them. 
7.6.1 Practice recommendations and future research 
7.6.1.1 Family conference approach 
Internationally, most of actual end of life decision-making take place through a series of family 
conferences that includes the interested family members and critical care staff including: 
physicians, nurses, and social workers (Swigart et al., 1996; Cook et al., 1999). Individualised 
meeting with a few family members was the most common communication mode the staff used 
in this study. This would because that legal next of-kin are those who hold responsibility for 
decisions and so they are is ultimate goal of critical care clinicians. It emerges from the staff 
interviews that due to several reasons (e.g. work load and time constraints), the staff meeting 
HLWKHUWRJHWKHURUZLWKIDPLOLHVWRGLVFXVVSDWLHQWV¶FRQGLWLRQSURJQRVLVDQGRXWFRPHVLVUDUH 
Family conference provides an opportunity to enhance the quality of end of life communication 
EHWZHHQVWDIIDQGSDWLHQWV¶IDPilies (Hudson et al., 2008; Curtis et al., 2001). Additionally, it 
promotes the communication and collaboration between critical care staff themselves where 
supposed to be a medical meeting before family meeting where staff describe and discuss the 
process of treatments-decision in advance. On the other hand and for some reasons family 
conference might be not the useful way so future studies may look at ways to test in clinical 
trials whether family conference approach is more effective to convey prognostic information 
and improve end-of-life communication and decision making in critical care units. 
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From my perspective, using a proactive, multidisciplinary family meeting that gather of a 
physician leader, nurse and other healthcare professionals with the family members (Lilly et 
al., 2000) seems to be the most a useful way for health care professionals to convey diagnosis 
and prognostic information and conduct end of life decision-making process in Jordanian 
context. Family conference would work in Jordanian context in several ways. First, end of life 
decision making toward limiting medical interventions usually involves detailed and culturally 
DQGUHOLJLRXVO\FRPSOH[FRQYHUVDWLRQVZLWKSDWLHQWV¶IDPLOLHVDQGIUDXJKWZLWKDVGLVFXVVHG
earlier that need an inter-disciplinary team work. In such away, every member can deliver their 
role in supporting families and responding to their fears and concerns. Additionally, family 
conference is often the setting in which Islamic scholar could have a crucial role in response to 
IDPLOLHV¶ UHOLJLRXV FRQFHUQV 6HFRQG IDPLO\ FRQIHUHQFH UHSUHsents an important setting for 
enhancing interdisciplinary staff communication, collaboration and learning. Third, family 
conference would works will with conveying information to a large number of families 
members and that would minimizing the incidence of interrupting staff by continuous family 
request for information. Fourth, collaborative interdisciplinary work will help in building 
families trust and attain their satisfaction. 
 Strengths and limitations 
This study is the first to explore how transitions to end of life care approach are perceived to 
be managed in critical care settings in Middle East. In an innovative way, I used a mixed 
method design to provide an in depth as well as broad insight into the view and experience 
surrounding transition to and providing end of life care in critical care units. I used purposive 
sampling to maximise the diversity of participants in the qualitative study; two hospital settings 
were also selected. 
Moreover, for the first time, WKLV VWXG\ XVHG WKH µNational Survey of Critical-Care Nurses' 
Perceptions of End-of-Life &DUH¶WRHOLFLWWKHSHUVSHFWLYHRIPHGLFDOcritical care staff toward 
the obstacles to providing end of life care as it was originally designed and used for critical 
care nurses (Kirchhoff and Beckstrand, 2000). Additionally, this questionnaire was used for 
the first time in JoUGDQDQGIRUVHFRQGWLPHLQ0LGGOH(DVWWRVXUYH\KHDOWKFDUHSURIHVVLRQDOV¶
perceptions of obstacles and helps to providing end of life care for terminally ill patients and 
their families. 
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However, certain limitations are acknowledged. The available resources in terms of the time, 
budget in addition to the political issues of Syrian crisis, limited the number of interviews 
conducted with medical critical care staff and compelled me to conduct the quantitative and 
qualitative part concurrently. If I had more time available for my data collection, I would have 
taken more time to recruit more doctors and conducted the quantitative and qualitative part 
sequentially. 
Participants reported on their end of life care practice and that of their colleagues, therefore 
this was not directly observed. Additionally, the findings of this study are limited, since all 
critical care staff recruited in this study are from the university affiliated hospitals in Jordan. 
Critical health care professionals from other Jordanian health care institutions including 
Ministry of Health and private hospitals, for example, may have different experiences and 
perceptions. 
$GGLWLRQDOO\WKHGDWDUHODWHGWROHDGVSHFLDOLVWV¶YLHZVDQGSUDFWLFHDVZHOODVGDWDUHODWHGWR
IDPLOLHV¶SHUVSHFWLYHV is secondary information. So, caution is also required in interpreting 
some of this data as it lacks the perspective of lead physicians who are the principal decision 
PDNHUWRZDUGFULWLFDOO\LOOSDWLHQWV¶GLUHFWLRQRIFDUHDQGWKHSHUVSHFWLYHRIfamilies. Further 
studies of the lead specialists and the comparison between different staff accounts is 
recommended for future researchers. It is also recommended to explore the experiences and 
perspective of FULWLFDOO\LOOSDWLHQWV¶IDPLOLHV. 
Even though the survey was adapted as described earlier, the new use of this survey reveals 
some of its shortcomings in eliciting the perceptions and the experiences of Jordanian critical 
care staff toward the obstacles and the supportive behaviors to providing end of life care. The 
shortcomings were related to its feasibility and the items included. The survey was criticized 
by some staff for being too long, time consuming and have some language difficulties. 
Additionally, the staff interviews and their responses to the open ended questions revealed 
additional obstacles and supportive behaviours to providing end of life care they have perceived 
or experienced and were not covered by the survey.  
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 Reflection 
As a Jordanian critical care nurse who has worked in critical care units for years, this study has 
changed aspects of my personal, professional and academic life. It has not been an easy journey, 
but has also been a thrilling and enriching experience. This study has affected me deeply; it 
might be because little attention is paid to palliative and end of life care in Jordan. It has 
provided me with new insights into critical care and all those providing and receiving the 
services. It will also inform my future clinical and teaching career by focusing of such obstacles 
in local, national and international seminars, workshops and conferences. 
The study explored the experiences of critical care staff when working with critically ill 
patients and the factors that shape such experiences. This helps me to understand things I have 
encountered at work over a number of years; it answers a lot of questions that I DQG,¶PVXUHD
large number of other colleagues of Jordanian critical care staff always have in our minds. It 
explains the cultural, religious, legal and moral factors that shape our experience in critical care 
XQLWVUHDOO\,KDYHQ¶WUHDOL]HGWKHVHIDFWRUVDQGLWVHIIHFWDVPXFKDV,GRGXULQJWKLVVWXdy. 
The study provides a picture of how Jordanian critical care staff work and communicate with 
critically ill patients, families. When I reflect on this I acknowledged that the families of 
critically ill patients in addition to being central and essential practically, they really deserve 
more than we used to give them in Jordan. Even though there are a lot of obstacles that increase 
the gap between us, we need to challenge these obstacles and help and support them during 
their difficult end of life time. I think we can be a changing agent where to put them among our 
priorities while working in critical care units. Additionally, this study launched issues that are 
UHODWHG WR SDWLHQWV¶ IDPLOLHV QHHG WR EH H[SORUHG E\ IXUWKHU UHVHDUFKHV VXFK DV IDPLOLHV¶
perceived and unmet needs when a member is dying in critical care units in Jordanian critical 
care units; families experience in critical units and the process family members go through to 
handle and process end of life decision-making. 
Finally, as I come to the end of my PhD study at the University of Nottingham, when I look 
back I acknowledge the tremendous support and guidance that my supervisors provide me. I 
testify that they were the best who know what, when, how to support me during my study. 
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APPENDIX J: Survey Results 
 
Table 1: The mean scores for obstacle intensity perceived by nurses 
Obstacles 
Intensity 
mean 
)DPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶WDOORZWKHSDWLHQWWRWDONHWF 
4.12 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
3.89 
Not enough time to provide quality end-of-life care because the clinicians focus 
is on activitieVWKDWDUHWU\LQJWRVDYHWKHSDWLHQW¶VOLIH 
3.86 
/DFNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\
end-of-life care. 
3.84 
Clinicians who are evasive and avoid having conversations with family 
members. 
3.71 
&OLQLFLDQV¶KDving to deal with angry family members. 3.68 
)DPLOLHVQRWDFFHSWLQJZKDW WKHFOLQLFLDQVDUH WHOOLQJ WKHPDERXW WKHSDWLHQW¶V
poor prognosis. 
3.59 
Multiple clinicians, involved with one patient, who differ in opinion about the 
direction of care. 
3.59 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
3.57 
No available support person for the family such as a social worker or religious 
leader. 
3.49 
7KH FOLQLFLDQ QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
3.49 
Dealing with the cultural differences that families employ in grieving for their 
dying family member. 
3.45 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
3.45 
Unit visiting hours those are too liberal. 3.43 
Continuing to provide advanced treatments to dying patients because of financial 
benefits to the hospital. 
3.36 
The patient having pain that is difficult to control or alleviate. 3.33 
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Table1 (Continued) 
Obstacles 
Intensity 
mean 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
3.29 
Continuing intensive care for a patient with a poor prognosis because of the real 
RULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
3.26 
Clinicians having to deal with distraught family members while still providing 
care for the patient. 
3.17 
3UHVVXUHWROLPLWIDPLO\JULHYLQJDIWHUWKHSDWLHQW¶VGHDWKWRDFFRPPodate a new 
admission to that room. 
3.17 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU IRU
information. 
3.12 
Intra-family fighting about whether to continue or stop life support. 3.04 
&OLQLFLDQVZKRZRQ¶WDOORZWKHSDWLHQWWRGLH 2.99 
(PSOR\LQJ OLIH VXVWDLQLQJ PHDVXUHV DW WKH IDPLOLHV¶ UHTXHVW HYHQ WKRXJK WKH
patient had signed advanced directives requesting no such care. 
2.93 
Opinions of other critical care staff about the direction of patient care not being 
requested, valued, or considered. 
2.93 
Clinicians who are overly optimistic to the family about the patient surviving. 2.91 
The family, not being with the patient when he or she is dying. 2.86 
Unit visiting hours that is too restrictive. 2.47 
&OLQLFLDQV¶ NQRZLQJ DERXW WKH SDWLHQW¶V SRRU SURJQRVLV EHIRUH WKH IDPLO\ LV
informed. 
2.21 
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Table 2: The mean scores for obstacle frequency perceived by nurses 
Obstacles 
Frequency 
mean 
Poor design of units which do not allow for privacy of dying patients or 
grieving family members. 
4 
)DPLO\PHPEHUVQRWXQGHUVWDQGLQJZKDW³OLIH-VDYLQJPHDVXUHV´UHDOO\PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal 
WXEHZRQ¶WDOORZWKHSDWLHQWWRWDONHWF 
3.89 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 3.76 
Not enough time to provide quality end-of-life care because the clinicians focus 
LVRQDFWLYLWLHVWKDWDUHWU\LQJWRVDYHWKHSDWLHQW¶VOLIH. 
3.75 
)DPLOLHVQRWDFFHSWLQJZKDWWKHFOLQLFLDQVDUHWHOOLQJWKHPDERXWWKHSDWLHQW¶V
poor prognosis. 
3.5 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU for 
information. 
3.42 
/DFN RI FOLQLFLDQ¶V HGXFDWLRQ DQG WUDLQLQJ UHJDUGLQJ IDPLO\ JULHYLQJ DQG
quality end-of-life care. 
3.38 
&OLQLFLDQV¶NQRZLQJDERXW WKHSDWLHQW¶VSRRUSURJQRVLVEHIRUH WKH IDPLO\ LV
informed. 
3.38 
The clinician not knowing the patieQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
3.37 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
3.33 
Clinicians having to deal with distraught family members while still providing 
care for the patient. 
3.32 
No available support person for the family such as a social worker or religious 
leader. 
3.3 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
3.3 
Continuing intensive care for a patient with a poor prognosis because of the 
UHDORULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
3.25 
Unit visiting hours those are too liberal. 3.14 
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Table2 (Continued) 
Obstacles 
Frequency 
mean 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
3.11 
3UHVVXUH WR OLPLW IDPLO\JULHYLQJDIWHU WKHSDWLHQW¶VGHDWK WRDFFRPPRGDWHD
new admission to that room. 
2.88 
The family, not being with the patient when he or she is dying. 2.88 
Clinicians who are evasive and avoid having conversations with family 
members. 
2.78 
Multiple clinicians, involved with one patient, who differ in opinion about the 
direction of care. 
2.78 
Unit visiting hours that is too restrictive. 2.74 
Dealing with the cultural differences that families employ in grieving for their 
dying family member. 
2.72 
Continuing to provide advanced treatments to dying patients because of 
financial benefits to the hospital. 
2.61 
The patient having pain that is difficult to control or alleviate. 2.59 
Clinicians who are overly optimistic to the family about the patient surviving. 2.54 
Opinions of other critical care staff about the direction of patient care not being 
requested, valued, or considered. 
2.47 
Intra-family fighting about whether to continue or stop life support. 2.37 
&OLQLFLDQVZKRZRQ¶WDOORZWKHSDWLHQWWRGLH 2.37 
(PSOR\LQJOLIHVXVWDLQLQJPHDVXUHVDW WKHIDPLOLHV¶UHTXHVWHYHQWKRXJK WKH
patient had signed advanced directives requesting no such care. 
1.78 
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Table 3: The perceived intensity scores for critical care nurses 
Obstacles 
 
PISs 
)DPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶WDOORZWKHSDWLHQWWRWDONHWF 
16.02 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
15.56 
Not enough time to provide quality end-of-life care because the clinicians focus 
is on activities WKDWDUHWU\LQJWRVDYHWKHSDWLHQW¶VOLIH 
14.47 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 13.83 
/DFNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\
end-of-life care. 
12.97 
Families not accepting what the clinicLDQVDUH WHOOLQJ WKHPDERXW WKHSDWLHQW¶V
poor prognosis. 
12.56 
7KH FOLQLFLDQ QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
11.76 
No available support person for the family such as a social worker or religious 
leader. 
11.51 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
11.48 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
11.10 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
10.85 
Unit visiting hours those are too liberal. 10.77 
Family and friends who continually call the clinician wanting an update on the 
patieQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU IRU
information. 
10.67 
Continuing intensive care for a patient with a poor prognosis because of the real 
RULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
10.59 
Clinicians having to deal with distraught family members while still providing 
care for the patient. 
10.52 
Clinicians who are evasive and avoid having conversations with family members. 10.31 
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Table3 (Continued) 
Obstacles 
 
PISs 
Multiple clinicians, involved with one patient, who differ in opinion about the 
direction of care. 
9.98 
Dealing with the cultural differences that families employ in grieving for their 
dying family member. 
9.38 
3UHVVXUHWROLPLWIDPLO\JULHYLQJDIWHUWKHSDWLHQW¶VGHDWKWRDFFRPPRGDWHDQHZ
admission to that room. 
9.12 
Continuing to provide advanced treatments to dying patients because of financial 
benefits to the hospital. 
8.76 
The patient having pain that is difficult to control or alleviate. 8.62 
The family, not being with the patient when he or she is dying. 8.23 
&OLQLFLDQV¶ NQRZLQJ DERXW WKH SDWLHQW¶V SRRU SURJQRVLV EHIRUH WKH IDPLO\ LV
informed. 
7.46 
Clinicians who are overly optimistic to the family about the patient surviving. 7.39 
Opinions of other critical care staff about the direction of patient care not being 
requested, valued, or considered. 
7.23 
Intra-family fighting about whether to continue or stop life support. 7.20 
&OLQLFLDQVZKRZRQ¶WDOORZWKHSDWLHQWWRGLH 7.08 
Unit visiting hours that is too restrictive. 6.76 
(PSOR\LQJ OLIH VXVWDLQLQJ PHDVXUHV DW WKH IDPLOLHV¶ UHTXHVW HYHQ WKRXJK WKH
patient had signed advanced directives requesting no such care. 
5.21 
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Table 4: The mean scores for obstacle intensity perceived by doctors  
Obstacles 
Intensity 
mean 
Family members QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶W DOORZ WKH SDWLHQW WR WDON RU WKDW ULEV PD\ EH EURNHQ GXULQJ FKHVW
compressions. 
3.92 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
3.85 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 3.77 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ calling the designated family member for 
information. 
3.65 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
3.65 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
3.5 
Continuing intensive care for a patient with a poor prognosis because of the real 
RULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
3.46 
Clinicians who are evasive and avoid having conversations with family 
members. 
3.46 
The clinician not NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
3.42 
/DFNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\
end-of-life care. 
3.42 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
3.38 
)DPLOLHV¶QRWDFFHSWLQJZKDW WKHFOLQLFLDQLV WHOOLQJ  WKHPDERXW WKHSDWLHQW¶V
poor prognosis. 
3.35 
Unit visiting hours those are too liberal. 3.27 
PressurHWROLPLWIDPLO\JULHYLQJDIWHUWKHSDWLHQW¶VGHDWKWRDFFRPPRGDWHDQHZ
admission to that room. 
3.15 
Clinicians who are overly optimistic to the family about the patient surviving. 3.08 
270 
 
 
Table4 (Continued) 
Obstacles 
Intensity 
mean 
No available support person for the family such as a social worker or religious 
leader. 
3.04 
Clinicians having to deal with distraught family members while still providing 
care for the patient. 
3.04 
The patient having pain that is difficult to control or alleviate. 3.04 
&OLQLFLDQVZKRZRQ¶WDOORZWKHSDWLHQWWRGLH 3.00 
Multiple clinicians, involved with one patient, who differ in opinion about the 
direction of care. 
2.92 
The family, not being with the patient when he or she is dying. 2.62 
Intra-family fighting about whether to continue or stop life support. 2.62 
Dealing with the cultural differences that families employ in grieving for their 
dying family member. 
2.58 
(PSOR\LQJ OLIH VXVWDLQLQJ PHDVXUHV DW WKH IDPLOLHV¶ UHTXHVW HYHQ WKRXJK WKH
patient had signed advanced directives requesting no such care. 
2.58 
Continuing to provide advanced treatments to dying patients because of financial 
benefits to the hospital. 
2.35 
Unit visiting hours that is too restrictive. 2.19 
Opinions of other critical care staff about the direction of patient care not being 
requested, valued, or considered. 
2.15 
&OLQLFLDQV¶ NQRZLQJ DERXW WKH SDWLHQW¶V SRRU SURJQRVLV EHIRUH WKH IDPLO\ LV
informed. 
1.85 
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Table 5: The mean scores for obstacle frequency perceived by doctors  
Obstacles 
Frequency 
mean 
)DPLO\PHPEHUVQRWXQGHUVWDQGLQJZKDW³OLIH-VDYLQJPHDVXUHV´UHDOO\PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal 
WXEHZRQ¶WDOORZWKHSDWLHQWWRWDONRUWKDWULEVPD\EHEURNHQGXULQJFKHVW
compressions. 
3.85 
Poor design of units which do not allow for privacy of dying patients or 
grieving family members. 
3.77 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU IRU
information. 
3.69 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
3.5 
Continuing intensive care for a patient with a poor prognosis because of the 
UHDORULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
3.46 
No available support person for the family such as a social worker or religious 
leader. 
3.42 
Clinicians having to deal with distraught family members while still providing 
care for the patient. 
3.42 
7KH FOLQLFLDQ QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
WUHDWPHQWVDQGWHVWVGXHWRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
3.31 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
3.27 
/DFN RI FOLQLFLDQ¶V HGXFDWLRQ DQG WUDLQLQJ UHJDUGLQJ IDPLO\ JULHYLQJ DQG
quality end-of-life care. 
3.23 
Not enough time to provide quality end-of-life care because the clinicians focus 
LVRQDFWLYLWLHVWKDWDUHWU\LQJWRVDYHWKHSDWLHQW¶VOLIH 
3.23 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 3.15 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
3.12 
&OLQLFLDQV¶NQRZLQJDERXW WKHSDWLHQW¶VSRRUSURJQRVLVEHIRUH WKH IDPLO\ LV
informed. 
3.08 
)DPLOLHV¶QRWDFFHSWLQJZKDWWKHFOLQLFLDQLVWHOOLQJWKHPDERXWWKHSDWLHQW¶V
poor prognosis. 2.96 
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Table5 (Continued) 
Obstacles 
Frequency 
mean 
The patient having pain that is difficult to control or alleviate. 2.85 
The family, not being with the patient when he or she is dying. 2.81 
Clinicians who are evasive and avoid having conversations with family 
members. 
2.77 
Multiple clinicians, involved with one patient, who differ in opinion about the 
direction of care. 
2.5 
3UHVVXUH WR OLPLW IDPLO\JULHYLQJDIWHU WKHSDWLHQW¶VGHDWK WRDFFRPPRGDWHD
new admission to that room. 
2.5 
Clinicians who are overly optimistic to the family about the patient surviving. 2.46 
Dealing with the cultural differences that families employ in grieving for their 
dying family member. 
2.42 
&OLQLFLDQVZKRZRQ¶WDOORZWKHSDWLHQWWRGLH 2.38 
Intra-family fighting about whether to continue or stop life support. 2.38 
Unit visiting hours that is too restrictive. 2.19 
Opinions of other critical care staff about the direction of patient care not being 
requested, valued, or considered. 
2.15 
Continuing to provide advanced treatments to dying patients because of 
financial benefits to the hospital. 
1.69 
(PSOR\LQJOLIHVXVWDLQLQJPHDVXUHVDW WKHIDPLOLHV¶UHTXHVWHYHQWKRXJK WKH
patient had signed advanced directives requesting no such care. 
1.23 
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Table 6: The perceived intensity scores for obstacles intensity and frequency for doctors 
Obstacles 
 
PISs 
)DPLO\ PHPEHUV QRW XQGHUVWDQGLQJ ZKDW ³OLIH-VDYLQJ PHDVXUHV´ UHDOO\ PHDQ
i.e., that multiple needle sticks cause pain and bruising, that an endotracheal tube 
ZRQ¶W DOORZ WKH SDWLHQW WR WDON, or that ribs may be broken during chest 
compressions. 
15.09 
Poor design of units which do not allow for privacy of dying patients or grieving 
family members. 
13.76 
Continuing treatments for a dying patient even though the treatments cause the 
patient pain or discomfort. 
13.47 
Family and friends who continually call the clinician wanting an update on the 
SDWLHQW¶V FRQGLWLRQ UDWKHU WKDQ FDOOLQJ WKH GHVLJQDWHG IDPLO\ PHPEHU IRU
information. 
13.46 
Continuing intensive care for a patient with a poor prognosis because of the real 
RULPDJLQHGWKUHDWRIIXWXUHOHJDODFWLRQE\WKHSDWLHQW¶VIDPLO\ 
11.97 
&OLQLFLDQV¶KDYLQJWRGHDOZLWKDQJU\IDPLO\PHPEHUV 11.87 
7KH FOLQLFLDQ QRW NQRZLQJ WKH SDWLHQW¶V ZLVKHV UHJDUGLQJ FRQWLQXLQJ ZLWK
treatments and tests due WRWKHSDWLHQW¶VLQDELOLW\WRFRPPXQLFDWH 
11.32 
Being called away from the patient and family because of the need to deal with 
a new admission or consultation. 
11.05 
/DFNRIFOLQLFLDQ¶VHGXFDWLRQDQGWUDLQLQJUHJDUGLQJIDPLO\JULHYLQJDQGTXDOLW\
end-of-life care. 
11.04 
The unavailability of an ethics board or committee to review difficult patient 
cases. 
10.92 
Clinicians having to deal with distraught family members while still providing 
care for the patient. 
10.39 
No available support person for the family such as a social worker or religious 
leader. 
10.39 
)DPLOLHV¶QRWDFFHSWLQJZKDW WKHFOLQLFLDQLV WHOOLQJ   WKHPDERXW WKHSDWLHQW¶V
poor prognosis. 
9.91 
Not enough time to provide quality end-of-life care because the clinicians focus 
is on activiWLHVWKDWDUHWU\LQJWRVDYHWKHSDWLHQW¶VOLIH 
9.81 
Clinicians who are evasive and avoid having conversations with family members. 9.58 
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Table6 (Continued) 
Obstacles 
 
PISs 
The patient having pain that is difficult to control or alleviate. 8.66 
3UHVVXUHWROLPLWIDPLO\JULHYLQJDIWHUWKHSDWLHQW¶VGHDWKWRDFFRPPRGDWHDQHZ
admission to that room. 
7.87 
Clinicians who are overly optimistic to the family about the patient surviving. 7.57 
The family, not being with the patient when he or she is dying. 7.36 
Multiple clinicians, involved with one patient, who differ in opinion about the 
direction of care. 
7.3 
&OLQLFLDQVZKRZRQ¶WDOORZWKHSDWLHQWWRGLH 7.14 
Dealing with the cultural differences that families employ in grieving for their 
dying family member. 
6.24 
Intra-family fighting about whether to continue or stop life support. 6.23 
&OLQLFLDQV¶ NQRZLQJ DERXW WKH SDWLHQW¶V SRRU SURJQRVLV EHIRUH WKH IDPLO\ LV
informed. 
5.69 
Unit visiting hours that is too restrictive. 4.79 
Opinions of other critical care staff about the direction of patient care not being 
requested, valued, or considered. 
4.62 
Continuing to provide advanced treatments to dying patients because of financial 
benefits to the hospital. 
3.97 
(PSOR\LQJ OLIH VXVWDLQLQJ PHDVXUHV DW WKH IDPLOLHV¶ UHTXHVW HYHQ WKRXJK WKH
patient had signed advanced directives requesting no such care. 
3.17 
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Table 7: The mean scores for supportive behaviours intensity 
Supportive Behaviours 
intensity 
mean 
Having family members accept that the patient is dying. 4.12 
Having enough time to prepare the family for the expected death of the patient. 3.91 
Allowing family members adequate time to be alone with the patient after he or 
she has died. 
3.83 
+DYLQJWKHSK\VLFLDQPHHWLQSHUVRQZLWKWKHIDPLO\DIWHUWKHSDWLHQW¶VGHDWKWR
offer support and validate that all possible care was done. 
3.75 
Having family members thank you or in some other way show appreciation for 
your care of the patient who has died. 
3.75 
Having one family member be the designated contact person for all other family 
members regarding patient information. 
3.67 
Having a fellow nurse tell you that, "you did all you could for the patients," or 
some other word of support. 3.63 
+DYLQJ WKHSK\VLFLDQV LQYROYHG LQ WKHSDWLHQW¶VFDUHDJUHHDERXW WKHGLUHFWLRQ
care should go. 
3.59 
Providing a peaceful, dignified bedside scene for family members once the 
patient has died. 
3.53 
A unit designed so that the family has a place to go to grieve in private. 3.51 
Having fellow nurses take care of your other patient(s) while you get away from 
the unit for a few moments after the death of your patient. 
3.47 
Letting the social worker or religious leader take primary care of the grieving 
family. 
3.46 
Having an ethics committee member routinely attend unit rounds so they are 
involved from the beginning should an ethical situation with a patient arise later. 
3.36 
The nurse drawing on his/her own previous experience with the critical illness or 
death of a family member. 
3.28 
Having a fellow nurse put his or her arm around you, hugs you, pat you on the 
back or give some other kind of brief physical support after the death of your 
patient. Help 
3.18 
Teaching families how to act around the dying patient such as saying to them, 
³6KHFDQVWLOOKHDULWLV2.WRWDONWRKHU´ 
3.17 
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Table7 (Continued) 
Supportive Behaviours 
intensity 
mean 
Having a support person outside of the work setting who will listen to you after 
the death of your patient.47Help 
3.16 
$IWHU WKHSDWLHQW¶VGHDWKKDYLQJVXSSRUWVWDIIFRPSLOHDOO WKHQHFHVVDU\SDSHU
work for you which must be signed by the family before they leave the unit. 
3.12 
Talking with the patient about his or her feelings and thoughts about dying. 3.01 
Having a unit schedule that allows for continuity of care for the dying patient by 
the same nurses. 
3.01 
Physicians who put hope in real tangible terms by saying to the family that, for 
H[DPSOHRQO\RXWRISDWLHQWVLQWKLVSDWLHQW¶VFRQGLWLRQZLOOFRmpletely 
recover. 
2.91 
Having the family physically help care for the dying patient. 2.8 
Having un-licensed personnel available to help care for dying patients. 2.5 
Allowing families unlimited access to the dying patient even if it conflicts with 
nursing care at times. 
2.47 
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Table 8: The mean scores for supportive behaviours frequency 
Supportive Behaviour 
Frequency 
mean 
Allowing family members adequate time to be alone with the patient after he 
or she has died. 
3.03 
Having family members accept that the patient is dying. 2.82 
The nurse drawing on his/her own previous experience with the critical illness 
or death of a family member. 
2.78 
+DYLQJWKHSK\VLFLDQVLQYROYHGLQWKHSDWLHQW¶VFDUHDJUHHDERXWWKHGLUHFWLRQ
care should go. 
2.71 
Having family members thank you or in some other way show appreciation for 
your care of the patient who has died. 
2.54 
Providing a peaceful, dignified bedside scene for family members once the 
patient has died. 
2.49 
Having a fellow nurse tell you that, "you did all you could for the patients," or 
some other word of support. 
2.41 
$IWHUWKHSDWLHQW¶VGHDWKKDYLQJVXSSRUWVWDIIFRPSLOHDOOWKHQHFHVVDU\SDSHU
work for you which must be signed by the family before they leave the unit. 
2.38 
Having enough time to prepare the family for the expected death of the patient. 2.36 
Allowing families unlimited access to the dying patient even if it conflicts with 
nursing care at times. 
2.32 
+DYLQJWKHSK\VLFLDQPHHWLQSHUVRQZLWKWKHIDPLO\DIWHUWKHSDWLHQW¶VGHDWK
to offer support and validate that all possible care was done. 
2.24 
Teaching families how to act around the dying patient such as saying to them, 
³6KHFDQVWLOOKHDULWLV2.WRWDONWRKHU´ 
2.22 
Physicians who put hope in real tangible terms by saying to the family that, for 
H[DPSOHRQO\RXWRISDWLHQWVLQWKLVSDWLHQW¶VFRQGLWLRQZLOOFRPSOHWHO\
recover. 
2.17 
Having fellow nurses take care of your other patient(s) while you get away 
from the unit for a few moments after the death of your patient. 
2.11 
Having one family member be the designated contact person for all other 
family members regarding patient information. 
2.11 
Having the family physically help care for the dying patient. 1.95 
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Table8 (Continued) 
Supportive Behaviours 
Frequency 
mean 
Having a support person outside of the work setting who will listen to you after 
the death of your patient. 
1.82 
Having a fellow nurse put his or her arm around you, hugs you, pat you on the 
back or give some other kind of brief physical support after the death of your 
patient. Help 
1.67 
Talking with the patient about his or her feelings and thoughts about dying. 1.47 
Having a unit schedule that allows for continuity of care for the dying patient 
by the same nurses. 
1.41 
A unit designed so that the family has a place to go to grieve in private. 1.33 
Letting the social worker or religious leader take primary care of the grieving 
family. 
1.12 
Having an ethics committee member routinely attend unit rounds so they are 
involved from the beginning should an ethical situation with a patient arise 
later. 
1.08 
Having un-licensed personnel available to help care for dying patients. 1 
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Table 9: the perceived intensity scores for supportive behaviours 
Supportive Behaviours PSBSs 
Having family members accept that the patient is dying. 11.61 
Allowing family members adequate time to be alone with the patient after he or 
she has died. 
11.60 
+DYLQJ WKHSK\VLFLDQV LQYROYHG LQ WKHSDWLHQW¶VFDUHDJUHHDERXW WKHGLUHFWLRQ
care should go. 
9.72 
Having family members thank you or in some other way show appreciation for 
your care of the patient who has died. 
9.52 
Having enough time to prepare the family for the expected death of the patient. 9.22 
The nurse drawing on his/her own previous experience with the critical illness or 
death of a family member. 
9.11 
Providing a peaceful, dignified bedside scene for family members once the 
patient has died. 
8.78 
Having a fellow nurse tell you that, "you did all you could for the patients," or 
some other word of support. 
8.74 
+DYLQJWKHSK\VLFLDQPHHWLQSHUVRQZLWKWKHIDPLO\DIWHUWKHSDWLHQW¶VGHDWKWR
offer support and validate that all possible care was done. 
8.40 
Having one family member be the designated contact person for all other family 
members regarding patient information. 
7.74 
$IWHU WKHSDWLHQW¶VGHDWKKDYLQJVXSSRUWVWDIIFRPSLOHDOO WKHQHFHVVDU\SDSHU
work for you which must be signed by the family before they leave the unit. 
7.42 
Having fellow nurses take care of your other patient(s) while you get away from 
the unit for a few moments after the death of your patient. 7.32 
Teaching families how to act around the dying patient such as saying to them, 
³6KHFDQVWLOOKHDULWLV2.WRWDONWRKHU´ 
7.03 
Physicians who put hope in real tangible terms by saying to the family that, for 
H[DPSOHRQO\RXWRISDWLHQWVLQWKLVSDWLHQW¶VFRQGLWLRQZLOOFRPSOHWHO\
recover.  
6.31 
Having a support person outside of the work setting who will listen to you after 
the death of your patient. 
5.75 
Allowing families unlimited access to the dying patient even if it conflicts with 
nursing care at times. 5.73 
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Table 9 (Continued) 
Supportive Behaviours PSBSs 
Having the family physically help care for the dying patient. 5.46 
Having a fellow nurse put his or her arm around you, hugs you, pat you on the 
back or give some other kind of brief physical support after the death of your 
patient. Help 
5.31 
A unit designed so that the family has a place to go to grieve in private. 4.66 
Talking with the patient about his or her feelings and thoughts about dying.  4.42 
Having a unit schedule that allows for continuity of care for the dying patient by 
the same nurses. 
4.24 
Letting the social worker or religious leader take primary care of the grieving 
family. 
3.87 
Having an ethics committee member routinely attend unit rounds so they are 
involved from the beginning should an ethical situation with a patient arise later. 
3.62 
Having un-licensed personnel available to help care for dying patients. 2.5 
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Appendix K- ample of the Process Undertaken to Develop the 
Themes, Sub-Themes  ‘ƐƚĂĨĨ-ĨĂŵŝůŝĞƐƚƌƵƐƚƌĞůĂƚŝŽŶƐŚŝƉ ? from the Codes. 
Codes Sub-themes Theme 
x I believe that lacking of trust is the whole 
problem. 
x Mistrust that families have is why we 
provide futile care. 
x LRVLQJWUXVWEHWZHHQVWDIIDQGSDWLHQWV¶
families provoke accountability worries for 
staff. 
x Without trust, families hold the perception 
that there has been a mistake and negligence 
has took place. 
x We would have a strong relationship with 
families if we trust each other. 
x Losing trust limit our communication and 
interaction with families. 
x Mistrust increase the chance for staff-family 
conflict. 
x Blaming staff for the deterioration of 
SDWLHQW¶VFRQGLWLRQLVFRPPRQEHFDXVH
VLPSO\WKHIDPLOLHVGRQ¶WWUXVWXV 
x  FamiOLHV¶ODFNRIDSSURSULDWHNQRZOHGJHLV
the key driver behind mistrust. 
x /DFNLQJWUXVWUHVXOWLQFOLQLFLDQV¶DYRLGDQFH
of families. 
x If families trust us, they become involved 
with us and accept us. 
x The family always convince themselves that 
there is a medical negligence behind their 
SDWLHQW¶VGHWHULRUDWLRQWKH\GRQ¶WWUXVWXV 
 
 
 
 
 
 
 
 
 
 
Trust and lacking of 
trust 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Staff-families 
trust 
relationship 
x Time constraints is very crucial reason in 
interrupting the development of trust. 
x Long critical unit stay increase the chance for 
building trust. 
x No prior relationship between staff and 
families makes establishing trust difficult. 
x How I could talk with and support families if 
,FRXOGQ¶WKDYHDWLPHWRGRP\FOLQLFDOMRE" 
 
 
Time and trust 
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x We need to become familiar with the families 
with whom we ZLOOZRUNGXULQJWKHSDWLHQWV¶
stay in the critical care unit. 
x We do some sort of informal assessment about 
the patient and the family members. 
x This assessment allow us to work effectively 
with families. 
x I did this assessment once I realised that the 
patient was going to die. 
x As I talked about other issues, I also examined 
family emotional status and what type of 
family they are, namely, whether they were 
educated and understandable or not and such 
these things. 
x This was to build a rapport and provide an 
appropriate support for them by putting myself 
in their position. 
x :HWU\WRDVVHVVIDPLO\¶VDFFHSWDQFHRIWKHLU
SDWLHQW¶VFRQGLWLRQ 
 
 
 
 
Knowing patients 
families 
 
x Detailed, honest and understandable 
comPXQLFDWLRQVZLWKSDWLHQWV¶IDPLOLHVis a 
vital strategy to attain their trust. 
x In intensive care units basically you are 
providing care for families; not patients. 
Families is important for us, you see? 
x 7KHUHDUHµVLPSOHWKLQJV¶ZHFDQGR for 
families. So to speak, there is a little. 
x Being not strict about visiting; being 
humanistic so they can accept you. 
x I may give the family our meeting room; I may 
set with them a little; I feel they quite like this. 
x I allow visitors to stay with patient and I allow 
WKHPWRUHDG³4XUDQ´0XVOLP%RRN; this 
make them feel comfortable. 
x Explaining to families about their patient's 
prognosis day by day and give them a follow 
up even it's a simple follow up. 
x We may allow families to participate in 
providing care for their dying patients so they 
realise the effort we do. 
x I allow the families of the dying patients to 
stay with their patient too much; they 
appreciate this for us. 
 
 
 
 
 
 
 
 
 
Trust optimising 
behaviours 
 
